SECONDARY STIGMA: A CASE STUDY OF PEOPLE
AFFECTED BY HIV/AIDS IN WHITE CITY JABAVU -
SOWETO

Caswell Motlejoa Matima (JR)

A dissertation Submitted to the Faculty of Humanites at the University of
the Witwatersrand, Johannesburg, in partial fulfillment of the

requirements of the degree of Master of Arts — Soclogy of Health and
lliness

Johannesburg, 2010



ABSTRACT

This qualitative research study is about the liveperiences of people affected by
HIV/AIDS related secondary stigma in White Citypdau — Soweto in South Africa. Whilst
the initial project was fairly narrowly conceivethe findings from this research drove the
researcher to explore, at some considerable letwthprincipal areas which were not part of

the original conception of the project. These tweaa are:

Firstly, the researcher’'s argument that stigma ihiteV City must be understood in the
broader context of pre-existing forms of stigma ahhhe asserts create a “stigmatizing
environment” in which new forms of stigma find atfie social, cultural and economic world

in which to take root and flourish.

Secondly, the researcher’s recognition that themam which the research participants
develop coping mechanisms to deal with their exgpees of secondary stigma is a critically
important dynamic in understanding the experienoésstigma among those research

participants.
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CHAPTER 1

INTRODUCTION



1.1. INTRODUCTION

The aim of this study is to look at how secondargnsa, also known as courtesy stigma,
affects people and families as a result of thegoamtion with someone infected with
HIV/AIDS. Their stories and experiences matter esdly because they are first-hand
witnesses who are touched by the stigma and coasdyihe knowledge they share can help
comfort other individuals and families undergoihg same experience, as well as give them
an insight and understanding of how to handle tthié&mma. What follows is a discussion of
the history of White City whose purpose is to hight the pre-existing culture of stigma in

this township.

1.2. RESEARCH QUESTION

The following is my research question:

“What is the nature of HIV/AIDS Secondary Stigma/nite City, Jabavu”?

In order to draw a sharp focus and the parametershis research topic, the following
subsidiary questions will be asked.

* What are the socio-economic conditions of Whitg/Zit

* What has been said about AIDS stigma?

* What are the dynamics of stigma amongst the peafpli¢hite City?

« What are the experiences of secondary stigma arhopgsple affected by
HIV/AIDS?

* What is the impact of secondary stigma amongsviddals affected by HIV/AIDS in
White City?

* What are the coping strategies of individuals aéfddy HIV/AIDS?



1.3. BACKGROUND TO THE CASE STUDY: White City, Jaha— Soweto

MATURENA

Figure 1: A map of Soweto. (Availablewtvw.sahistory.org.zfaccessed 03rd/12/2009])

Note: (The discussion that follows is partly base@dn my knowledge as a resident of

Soweto supplemented by some literature).

A. GENERAL BACKGROUND
Discussing White City without mentioning a bridfistory of the city of Johannesburg is like

having a conversation about Alaska or Greenlandawit mentioning Eskimos.
The discovery of gold in 1886 spurred massive nigng of people from the rural
countryside and neighbouring states into Johanmgsbusearch of employment and greener

pastures. As Morris (1980: 7) explains:

Following the discovery of gold in 1886, large nwerd of people streamed into
Johannesburg, at the time little more than a tearganining camp. The first census
in 1896 revealed a population of 102 000, of whagproximately half were Black.
Since that date, the proportion of Blacks to th&ltgopulation has increased
substantially.



Legislation passed such as the ‘hut tax of 1890amhéo boost the declining coffers of the
Cape colony under British rule, as well as the 3@and Act’ which dispossessed Africans
of their traditional ancestral lands, also playednajor role in the mass migrations that
occurred from the countryside into Johannesburgodiner cities.

At first, human settlements in Johannesburg werdinacial slums. However, some White
families who could afford lived separately in weat suburbs. The influx of more Black
people into the city from the rural areas createnlioas social problems such as
overcrowding, high levels of unemployment, the higime rate and the squalid conditions in
these slum areas worried the authorities giverrdbelly conscious history of South Africa.
Apart from the migrant mine workers who lived imgle sex mine hostels or compounds,
there were other migrant workers who were emplayedo domestic work whilst others
worked as assistants in the emerging secondarysines, office blocks and shopping
complexes. Many of these people were housed ibdlc& cottages and back rooms of their
mostly White employers who lived in the city cent@ven the racial history of South Africa
and the policy of separate development, this didgoodown well with the authorities and
they made a plan to move all Black people intortbein residential areas that would act as

labour reserves for the big towns and cities.

Sakar (2007:188) observes:

The story of the notorious apartheid citadel of 8mw and its experience of
segregation, was, of course, very different frompbstcolonial Indian experience,
but there were also similarities. Soweto went ackfforts, starting in the

1920s, to break up the proximity between prospeEauspean residential areas

in Johannesburg, and slums that initially housedrg mixed population, including
poor whites. An inter-racial ‘Marabi’ culture hadédfly flourished there, and

was felt to be a threat to dominant groups. Theisiof apartheid in the other
urban areas lay, in part, in projects for slum+@eae, pushing the poor — who

in South Africa were predominantly black —away fridm central districts,

initially on grounds of sanitation, urban developyend, no doubt, beautification.
It was through such displacements, progressivelgerbautal, that Orlando
emerged in the 1930s, fifteen kilometres away fdminannesburg — the nucleus
of what developed into Soweto.

However, the first township of Soweto was Klipspmating back to around 1904, followed
by Orlando dating back to October 1931. At thagistdne name Soweto did not exist and it is



only in 1963 when a whole cluster of townships kdageloped that the name Soweto was

adopted after four years of competition for a sléaname.

The section of Jabavu called White City came i@ between 1947 and 1960 when the
government launched a massive campaign to demsdjghtter camps or emergency camps
that were often, filthy, disease prone and overdexv Residents of the Moroka and Jabavu
emergency camps were relocated into the new towssifiWhite City, Jabulani, Moletsane,
Naledi, Senaoane and Dlamini. These townships welfectively called the ‘wild west’ by
residents from other Soweto townships becauseotineel were very impoverished and in the

1960’s and 1970’s they experienced a very high enate.

White city, marked with a star on the map abovesiigated in central Soweto about 20
kilometers south —west of Johannesburg and is btieedwo townships that are collectively
known as Jabavu. The other township is simply knasi€entral Western Jabavu or referred
to by the locals as CWJ. Soweto itself is an aamoigr South Western Townships which is

made up of about 30 townships.

To the north-east Jabavu is bordered by Mofololaerdboweto township, to the north-west it
is bordered by Zondi and Jabulani townships aretdtmg from the south-eastern side to the

south-western side it is bordered by Moroka andadoltownships.

Jabavu is named after John Tengo Jabavu (1859 1),182teacher, preacher, editor and
champion of the rights of African people in Soutfrida, who originated from the Eastern

Cape.

Soweto residents generally refer to White Citykan'sas City’ because of its above-average
crime levels and socio-economic similarity to a tgherea found in Kansas City, in the
United States of America. In explaining why thisviship was called White City as well as
the unfavourable socio-economic conditions themnrigr and Segal (1998: 130) state that:

White City — given its name because of the conametéed ‘elephant houses’ which
were originally painted white - is the more deggmbpulated suburb in Soweto and
housed the lowest income group. On average, mareftur families shared a yard in
this crime-ridden area.

However, other people interviewed indicated thagroand above the white colour of the

houses, the name White City may have also beepratited when pioneer inhabitants were
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moved into these solid brick houses from the depller tin shacks they used to occupy as
shelter and other envious shack dwellers left liehiferred that the newly built brick houses

were like the White man’s suburbs and thus the oesupants were now like White people

in terms of their better living conditions. That ynalso be true considering that when the
apartheid authorities started building White Citydaother formal houses in Soweto, Mr

James Sofasonke Mpanza, credited by many peoplieasounder of Soweto and the

Sofasonke Party whose popular slogan was ‘HousidgShelter for Al made the following

statement:

Mpanza told a meeting of subtenants that the half-btructures were to be given to
people from black areas the government wishedrtoitio ‘whites only’ suburbs and

not those living in appalling conditions within @nido itself. He also pointed out that
the Council planned to increase the rent for tHemgses which would place them
beyond the reach of most ordinary people (Bonndr&egal 1998: 25).

Mr Mpanza arrived in Orlando in 1934 and some pedaascribe him as a very intelligent
person who cared a lot about the plight of the poBonner and Segal (1998: 20) cite one
observer who described Mr Mpanza this way:

Mpanza was described by one observer as a ‘figlteer of race horses, fluent in
English, educated, keen on soccer, popular with @grastute and experienced with
law, a persuasive preacher and a jack of many tihees’.

Nowadays Soweto is commonly and intimately refeteedsMsawawawhich is a nickname
simply without any specific meaning except beingdias an expression of endearment by its
residents. This name has been popularized becaaseother people from outside Soweto

across South Africa and Southern Africa now quiterouse that name.

Unlike in other Soweto townships where houses awstiynmthe four roomed structures with
zinc or asbestos roofs, cynically called ‘matchbloatises by residents, houses in White City
are semi-clusters comprising of a single free-stapdtructure that is divided into three
sections, housing three families occupying eitinar or three rooms and each with its own
small yard. African people are known to live ingar families, be they of the nuclear or
extended type and as a result there is overcrowditigese two rooms and three rooms. Each
common physical address is differentiated by sedzffit alphabet, for example house number
22A, 22b and 22C and so on. The roofs of the hoasesnade of concrete instead of the

usual zinc and tiles as in other townships. The @ther township in Soweto with houses
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similar in structure and paint is Mzimhlophe, EZowini section, which is a Zulu expression
for place of the elephants. The similarity is adsiggested by the name because Mzimhlophe
means White City in the Zulu and other Nguni largrs Even the houses are called smarties
(colourful sweets) due to the similarities in teettownships’ colourful paintwork of pink,
bright green, cream white, light blue and so on get Mzimhlophe does not have a
reputation as bad as that of White City in termstled perceptions projected by other
residents of Soweto.

White City has its fair share of famous landmarkshsas Morris Isaacson High School,
along Mphuti Road, which was the epicenter of theel1976 student uprisings against the
compulsory use of Afrikaans as an official mediuhmngtruction at schools, Bantu education
and the system of apartheid. (Farouk, 2006) Atrtkexrsection of Phera Street and Khumalo
Street not far from the well known cross roads jiomclinking Mofolo and White City, there

is also the famous St. Paul's Anglican church, Whalso serves as a highly valued
community centre as it houses several health piogiand development oriented non-
governmental organizations (NGO'’s), as well as Almeerican built and sponsored Rosa
Parks library, so named after the African-Amerid¢atly who defied racism and refused to

give her seat to a white man in a bus in America.

The township’s administrative offices are situatddng the corner of Phera Street and
Mlangeni Street and among other things they alseesas a pay-point for the monthly rent
paid by residents. As in the whole of Soweto, a#lds are tarred in White City, all formal
houses are electrified, households have water thiréz the property and households are
serviced by formal waterborne reticulation. Amornlger amenities the township boasts of a
community swimming pool, an old-age home and thesl&ide Tambo school for the

mentally and physically challenged.

Even though there are some signs of decline, ursgmm@nt in South Africa is said to be still
very high and White City has its own share of theraployed. Residents of White City come
up with innovative income generating ideas sucloféexing entertainment by turning their

homes into shebeens or taverns selling alcohol.



A report by ‘The Mail and Guardian Newspaper’ oalieported on the 3910/2009 that:

South Africa’s official jobless rate increased #5246 of the labour force in the third
guarter of 2009, from 23,6% in the second quavtéile the labour force fell sharply,
a report showed on Thursday (The Mail and Guard@f9).

In White City both the young men and women strataty set up their own car-wash spots
targeting mostly shebeen patrons and other bypmassiotorists. Businesses nowadays
operate in a deliberate symbiotic relationship beeanearby these car-wash parks, as they
call them, there is usually a butcher also withdoot braai facilities. People and motorists
buy meat and pap (a South African maize staple)thed braai the meat and eat their food

whilst awaiting their cars having a good wash aethited polishing.

Many youth with a standard ten and others withaertqualifications are also unemployed.
A lot of adults are also unemployed and the situis worsened by the current world
economic recession that has caused many multirtammpanies to retrench a lot of their

employees as a result of restructuring geared tsvawst saving.

I, the researcher, have many friends and relativas live in White City, Jabavu. Some of
these friends are ex-schoolmates and others ahobd friends who used to live in Dube,
another township in Soweto where we grew up buheir case their families relocated to
White City for a number of reasons and yet we kekp contact. Now firstly, on numerous
visits to White City, to see both family and friend realized that there were more funerals in

one weekend than there is in my section of Soweto.

Secondly, | also realized that in the weekly ‘ConmityiNews’ and ‘Funeral Notices’ section
of ‘The Sowetan Newspaper,’ it seemed an anomailtysb many young men and women are
announced as deceased, mostly from non-accidentablent deaths. This could only mean
that many of the deceased died from sickness an fother natural causes which is an
unusual occurrence as this never used to happerebef

On probing further, | learnt that most of theseedsed are the youth, mostly girls, between
the ages of 25 and 34 years. | realized that tisemeneed to find out more about the reasons
for the escalation in the number of deaths andaoted ‘The Sowetan Newspaper,’ local
Soweto clinics, Chris-Hani Baragwanath Hospitalirddlospital, South Rand Hospital and

Helen Joseph Hospital in Auckland Park who gengrpblinted towards the direction of
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HIV/AIDS and its high prevalence levels despitegreonmatic efforts by the government. In
one month | was shocked to realize that, in Whitg-Tabavu, one family experienced
tragedy as two sisters died one after the othetlaywere buried on consecutive weekends.
These burials often overstretch the already mehgdgets of these families who in most
cases depend on one member who carries the busdéme ereadwinner due to the high
unemployment rate. | also realized that wheneveplgerefer to these families they use
derogatory terms and in turn it would seem thavigsimg members of these families are
socially withdrawn as compared to their previousgoing nature. Some members of these
families used to be valued highly in their commiasitbecause they participated vigorously
in communal events such as in preparations for weeldings of the young in their
neighbourhoods and in other traditional and cultav@nts occurring within the community.
They were instrumental in many community relatedjguts and yet their participation is

now withdrawn and they seem to be isolated.

B. DYNAMICS OF STIGMA IN WHITE CITY
In Soweto there is a general stigmatization of Wity residents and as a result White City

is the least desirable township in Soweto. Thistigctural and historical as the root causes
can be traced back to the policy of apartheid amdesultant social inequalities evident in
the type of ‘inferior’ housing, the high rate ofolent crime as well as the higher levels of
unemployment and poverty in that township. This egah perception about White City
extends to a perception that the young ladies Wainite City lack class and therefore, to fall
in love with a young lady from that area is tantamoto a scandal amongst one’s family
members, friends and other close associates. Ymamgfrom White City are also not viewed
favourably by many people and suspicion alwaysosumded them. For instance, the general
attitude at schools around Soweto when anotheestigdbooks or other valuable item went
missing in class was to search in the directiostoflents who come from White City. Their
poverty stricken backgrounds made them scapeggatthbr students keen on labeling them
as thieves and delinquents. Their general lacksdurces, including full school uniform, text
books and pocket money further compounded perageptadout them as potential school

drop-outs, delinquents and perpetrators of otheiap unacceptable behaviours.

Furthermore, in the 1950’s, 1960’s and the 197@sd was a saying that ‘White City is not a

place for sissies, which is a category of peopl® wiere generally stigmatized as being



physically inferior and hence you had to be vemnygtoto survive there. The men were tough
and many young men belonged to gangs who oftenhfooger issues around territory or
over the spoils of crime. The ladies were also Yeangh and one had to be very careful when
in a love relationship with a lady from White Cibgcause if you crossed the line and made
her angry, she could beat the daylights out of ybuerefore, a tough man was highly
regarded and valued as a shelter for protectiotraynto men who preferred communication
over fighting. The latter kind of a man was disgangly referred to as a loudmouthed sissy

or softie and was not highly regarded by many p=opl

Sub-cultures emerged which manifested themselvédsistyle of dress and sense of fashion
determining whether you were a ‘moegoe’, a ‘sissiea ‘clever’. Generally, three fashion
styles owing allegiance to a particular fashionugraould be distinguished. These were the

Hippies, the lvies and the Pantsulas.

The ‘Hippies belonged to a fun and peace lovingitas group which wore tight fitting bell
bottom trousers matched by tight fitting musclestophe ‘Ivy’ fashion style was turn-upless
three quarter length trousers that did not covi&legnand exposed socks made of silk fabric,
which was some sort of their trademark. On thesothand the ‘Pantsulas’ are another
fashion group which regarded itself as tough, strse and wore loose fitting trousers with a
turn-up made of thick linen fabric such as ‘Dobshand ‘Brentwood’ with their matching
viella shirts and matching shoes such as Saxonsh&im, Blutcher and the others .

In an interview with Bonner and Segal (1998: 60po8gile Mkhabela, a long time Soweto

resident and political activist, summarized theshion sub-cultures this way:

Each male style had its lady counterpart. You Ihadtsotsis and the ladies who went
along with them were called the caberesh — a venigilatory name. The caberesh
later became the emshoza and the emshoza wouldytatdong with the Pantsulas. It
was the Ivy lady with the vy gentleman. They woaltlwear nice dignified clothes.
They would dress more sporty or smart casual. There would be the real ladies
who would dress very formally. These were the tsemdkhabela also remembers the
exceptionally high heels worn by young women, drellengths they would go to to
wear the fashionable hairstyles of the day.

Each group was identifiable by its own type of silbre extending beyond fashion and

included aspects such as the type of entertainrttemfavourite shebeen as a hangout place,

10



the favourite type of beer and alcoholic beverggeserred, the type of woman one gets

attracted to, the type of girlfriend one keeps,dhace style and so on.

Furthermore, the 50’s, 60’2 and the 70’s thugs adcld day robbing scared pedestrians
enroute to their homes in the area as well as tigosgg to the neighbouring townships.
‘Poho’ (Sesotho), ‘inkunzi’ (Nguni), ‘bul’ (Afrikaans) and ‘oxen’ (English) are all
euphemisms referring to the strength and forcediire of a male cow to fight for its place
in a herd and were commonly used by the residemiistlaugs to denote armed robbery.
Individuals walking through the streets of WhitayCafter sunset and in the early hours of
the morning before sunrise risked being robbed Ipaat knifepoint and sometimes at
gunpoint by marauding bands of thugs who were afeir money and other material
possessions such as groceries and clothes worrhéwittim. Payday was the worst
nightmare for workers who relied on public transgpas these thugs could easily spot a
potential victim from a distance as he or she sdpput of a public transport like a Putco bus
at the then notorious crossed roads intersectionn8r and Segal (1998: 65) report that:

The 1960’s and early 1970’s also witnessed thén lmfta new generation of tsotsis
who became an increasingly conspicuous feature mie® life. Despite the
reputation of thuggery, intimidation and vandalisrsually associated with these
bands of youths, gangs often started innocentlyugmnas a way of simply passing
time.

Even motorists were not safe as there are manyestéold about thugs who way laid
motorists and their passengers as they stoppedbderwe the then four-way stop sign at
crossroads. Motorists were urged to keep all carsdocked as they drove through White
City. Some daring thugs were not afraid to operociked doors of a passerby’s car, force the
occupants of the vehicle out, with the aim of rolgbihem of their money and other valuable
possessions. In those days cars were not hijadkadtlae passengers were robbed which is a
different phenomenon from nowadays whereby cackiijy rackets carried out by organized
crime syndicates are a multi-million rand businesth a market in South Africa and in the
neighbouring states. Hijackers clone these vehwft with the help of corrupt policemen
and corrupt officials in the vehicle licensing depeent.

Nevertheless, White City has a place in the hisabrannals of the anti-apartheid liberation
struggle. During the anti-apartheid struggle hesmenes were enacted as the local residents
waged fierce resistance against the then SoutlcakfriPolice (SAP) and the then South
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African Defence Force (SADF) which were deployedsmweto to quell the 1976 students’
uprisings against the unjust system of aparthephafently some police and army units were
very reluctant to be deployed there to maintainttie® so-called ‘Law and Order’ because of
the imminent danger as a result of the fierce antklanting resistance waged by the

residents.

It would not be far-fetched and it can only be natio assume that there are many good
people of outstanding moral character in White Gityl yet these people’s voices are not
heard as a result of the stereotypes and perceptibather people about their township. It
would seem that there are historical pre-existorghk of stigma associated with this area and
are compounded by the latest additional forms anst elicited by the advent and

prevalence of HIV/AIDS. What we have here is anbéing environment in which stigma

operates at many levels. Secondary stigma seethsite where there are perceptions and a

culture of stigma like it is the case in White City

As we will see in the literature review chaptee thistorical impact of contextual structural
issues is not explored extensively enough, to limask their contribution in creating a
stigmatizing environment in this township. For arste in the case of White City the
historical state sponsored violence of the pastthgia government has had a profound effect
on the lives of the residents. Therefore in gragphvith the causes of HIV/AIDS related
secondary stigma in White City, one has to dig deepd look at other pre-existing layers of
stigma within which this secondary stigma existsother words the existence and intensity
of HIV/AIDS secondary stigma cannot be viewed imlasion but must be understood within
a historical context of the development of the telip whereby other layers of stigma such
as the type of housing, perennial poverty and uh@yngent, crime and gangsterism have

been in existence for generations upon generations.

HOUSING STRUCTURES AS A SOURCE OF STIGMA

As mentioned previously people living in White Chgve always been looked down upon
and despised by other residents of greater SovWste.of the reasons for that was the small

structure of their three roomed houses comprising i@latively small kitchen, small dining

room and a small bedroom which in many instancesdcoot even accommodate a double
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bed. Indeed these houses have a very small liypagesto accommodate sometimes large
families of up to ten and fifteen people.

Bonner and Segal (1998: 24) explain that in tryimgontain the influence of James Mpanza
as well as alleviate the problem of the sprawlimgadter camps around Soweto, the

Johannesburg City Council responded this way:

To meet the challenge, the Council hastily deviseglan to provide temporary
accommodation, rows of breeze-block shelters of sahd and cement were erected
in the new area of Jabavu. Roofed with corrugasdzestos and lacking fireplaces,
chimneys and windows, these structures were 9 squatres, and stood 2.5 metres
high at the back and two metres high at the fronteturn for a bare minimum of
services (bucket sanitation, and water and refeseoval), a monthly fee of 5
shillings (50 cents) was charged.

Looking at the trajectory of the development of WhCity one realizes that from its
inception as an informal settlement of shack dweflito its status as a formal residential
area, the then apartheid housing authorities newveant it to be a decent and respectable
township with houses big enough to house the welgtiarger size of Black families. It is a
point worth noting that many Black families defitme concept of family beyond the western
nuclear type of family and their definition of fdsnis relative to the size of the living space
that accommodates other members of the extendedyfaoch as the aged parents, the
unmarried uncles and aunts, the disabled, orphthesunemployed and other destitute or
indigent members. Therefore, the planning of then#dization of the previous informal
housing structures should have taken into accdumtcultural dynamics surrounding the
African (Black) family into account. Apartheid polks never meant to grant permanent
urban residential status to Black people becauaekBlwere only recognized as providers of
cheap labour meant to service the mining and athpportive secondary industries that had
emerged with the discovery of gold on the Witwatend during the 1880’s. Workers who
reached the age of retirement were expected tanratu their tribal homelands in the
countryside and make room for the younger, healtme eager workers entering the market.
In other words in the rush for surplus profits thelfare of Black communities, such that of
White City was sacrificed and relegated to thedootbf the heap of priorities. It would seem
that Dr Hendrik Verwoerd, the architect of aparthevho also qualified in Germany as a
Sociologist and a Psychologist knew the delibenaigative effects and the trauma caused by

overcrowding.
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This is some form of state or structural violengaiast its own citizens because as Farmer,
Nizeye, Stulac and Keshavjee (2006: 1686) put it:

The term ‘structural violence’ is one way of deBurg social arrangements that put
individuals and populations in harm’s walhe arrangements astructural because
they are embedded in the political and economi@mmgtion of our social world;
they are violenbecause they cause injury to people (typically,those responsible
for perpetuating such inequalities).

Family members fought and still fight over their roygrivate spaces in these small three
roomed dwellings. Adults and children were not prikom each others’ activities especially

the parents and couples who had to perform theijugal sexual activities with the utmost

care and swiftness to avoid the embarrassment ioflmBscovered by young children and

other members of the family. In their book entiti&bweto — A History. Bonner and Segal
(1998: 24) capture the opinions of Ethel Leisa dade Khanyeza whose families were
among the first to move out of the squatter cammps the new Jabavu housing structures.
First Ethel Leisa explains their plight this way:

Rooms were quite small, but those rooms were maatcommodate a family. In
the morning when we got up, it was so difficultr Fustance, the father of the family
had to prepare to get to work while his childrenravstill asleep. There was no
bathroom; there was no other room. He had to gebbbed and bite the end of the
blanket with his teeth to cover his front part ahdn put his legs into his trousers.
There was not any other way of having privacy ekdepuse that blanket. (Ethel
Leisa)

Jane Khanyeza further described the conditions eeswat of overcrowding in these small
houses this way:

When we went to sleep, Jane Khanyeza continuee there so many of us. It was
my brother, my father, my mother, my sister and anel the other children, the
smaller children. We slept under the table. My neotind father got the bed.

Explaining the apartheid government’s violent rolethe Soweto rent boycotts of the mid
1980’s and the consequent policy of evictions fmtrdefaulters, Bonner and Segal (1998:
130) state that:

The ‘White City War’ began on the night of 27 Augu$he police burst in on a
meeting that had been called to discuss the isb@wictions. A few people in the
crowd were chanting, ‘We are not fighting’, and @veeported to be holding their
hands in peace. Without warning, the police opefie killing 21 people and
injuring 98. Following the carnage, the Council to@dnasty retreat and their housing
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director, Del Kevan, stated that it was now ‘to@vmcative to carry out evictions
when there is such trouble in the townships’.

Therefore, apartheid and its housing policies ftack people served to rob families of their
dignity, self-worth and peaceful co-existence. @mueently, this further enhanced the
unfavourable pre-existing conditions of stigma ihiW City, Jabavu.

POVERTY AND UNEMPLOYMENT — A SOURCE OF GANGSTERISM, CRIME
AND STIGMA

These phenomena have been persistent in White ity predate its formalization as a
residential area. Therefore, the people of Whitey Giave generally always viewed
themselves as third class citizens of Soweto deditiancial constraints caused by their less
fortunate socio-economic environment because thee mducated Black people built and
bought better houses in much better, spacious #rnactave surroundings such as Dube
Village, Orlando West, Mofolo Central and other tbetparts of Soweto. Within this
environment of poverty and unemployment, the caelfrgangsterism emerged as the young
and unemployed men tried to redefine themselves@mestore their lost pride, dignity and
masculinity. The history of White City is littereglith the memories of common criminal
gangs called the ‘Marashea gang’ and ‘Bo-tsotsiictwvhare two of the most prominent

gangster names associated with White City ever tipis day.

THE MARASHEA GANG

Marashea seem to have taken their name from thesiBu victors of the Second World
War. They were much feared in White City and tinelign of terror extended beyond the
boundaries of this township. They usually movediadbin groups carrying knob-kierries
which are traditional sticks or weapons for figlgtend wore the colourful traditional
Basotho blankets. The following citation by Kynd@®00) helps to illuminte this point:

Sesotho culture continues to play a key role indleatity of the Marashea, rivalries
are based upon regional origins of the groups witlesotho, and language, dress and
some social customs emanate from Lesotho. Durirspées of conflict with non-
Marashea groups, Marashea gangs, even bitter twnéks as Basotho to do battle

with outsiders. And lastly, virtually without exagm, each group has members who
work on the mines and is dependent to some degré@ecearning of miners. The
Marashea have often been labeled as gangstersseeafiie criminal pursuits in
which they have engaged, but a more accurate aaagon might be economic
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opportunists. Members of the Marashea have purswade range of income-
generating activities, from waged work on the mieesl to some extent, especially
prior to 1963, in the factories of South Africa)awariety of informal sector selling,
primarily of liquor and dagga. Finally, some ofithectivities are blatantly criminal,
anti-social practices such as extortion, robberyassassination. The violent
internecine rivalries, as well as the gangs’ clashkigh the urban youth known as
tsotsis, other migrant groups and the police h#ivepatributed to the Marashea’s
image as a criminal organization. A number of fexttistinguish the Marashea from
other South African criminal gangs, either pagp@sent. They include the fact that
the majority of its members are foreign migrars, fongevity of the association, and
its widespread distribution, in areas of GautenguMalanga, the Free State and
North West (Kynoch, 2000: 80).

Yes, true to form the Marashea gangsters werelbdyutaven moreso because they could
sense the resentment by other residents of Whiyew®io regarded their uncivilized ways as
barbarian behaviour typical of hillbillies, localkjpown as ‘moegoes’, from the rural areas of
South Africa and from the relatively backward néighring states, in their quest to assert
their power and masculinity. Therefore, the Maras@ng was an unwelcome negative

ingredient in an already volatile and stigmatizadi@nment of White City.

THE BO-TSOTSI GANG

The tsotsi gangs of the 1940’s and the 1950’s &mer Soweto gangs expressed their
masculinity by violent means. Bo-tsotsi fought tretreet battles with other gangsters using
knives such as the then notorious three stars ¢8tkihife and the dreaded ‘Okapi’ knife. In
the 1960s and 1870s some of the prominent gandjfepsiting White City and Soweto were
the Hazels, the ZX5s, the Vikings, the Kwaitos, Dr@maras, the Dinotshi and the Black

Swines and each gang had its own style of dress.

According to Bonner and Segal (1998: 59) the nasutsit came about this way:

The name tsotsi, derived either from the ‘zoot’ qaahts popularized by American
movies or from the South Sotho wdrd tsotsaneaning ‘to rob’, suggested urban
slickness and sophistication.

The culture of the ‘Bo-tsotsi reigned supreme befl®76 and was a strong and mainly
apolitical township gang culture dominated by youmgn from the 1930’s to the early
1970’s. As Glaser (2000: 4) puts it:

The tsotsi gangs of the 1940’s and 1950’s, as agethe Soweto gangs of the 1960’s
and 1970’s, were expressions of young urban mastuliAlthough women were

sometimes drawn peripherally into gangs as girifise decoys, and lookouts, the
gang subculture was essentially male. The distiacsubcultural clothing style was
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for males only, and women were excluded from thestige of spheres of gang life
such as fighting. The masculine identity of the ggdninged around fighting skKill,
independence, street wisdom, proficiency in thdstsal argot, and success with
women. Adeptness and success in these areas detdrenisotsi’'s status and prestige
as a “Man.” Young township women, as trophies oSoodinity were subjected to
astonishing levels of sexual violence. Male powat aontrol in the gang subculture
were underpinned by rape and the threat of rapatsisregarded a jail sentence as a
status symbol.

Despite a taste for good music, dress and beawtduben, the youth in White City also and
spoke two dialects common in Soweto. Bonner andalS€{998: 59) capture this
phenomenon this way:

On Soweto streets and in its schools, two urbaled& competed for domination.
The one was imported into the Meadowlands area ae® from the recently
demolished freehold townships around Sophiatownveaslcommonly known first as
flaaitaal and then more widely a$sotsitaal The other dialect had spontaneously
evolved in the slightly older areas of Soweto, saslOrlando East and West. In the
1960s, it became known #&scamthqg from the Zulu vertukugamunda, meaniritp
talk loudly or maintain a swift flow of languageAt first, Iscamthowas mainly
spoken by young men involved in criminal gangs he farea. The two dialects,
however, differed considerably since the Meadowdanialect drew heavily on
Afrikaans while the Orlando dialect was based anZhlu language. Meadowlands’
youths derisively labeled youngsters from otheraareof Soweto askalkoens
(Afrikaans for ‘turkeys’ after the way in which thesupposedly talked). The
Afrikaans-based dialect, therefore, gradually gasas to its Zulu-based rival in the
1970s which became a powerful part of black urhdtuce.

Therefore, out of this discussion one can trulyeobs that even White City resembles
Soweto in many other ways its defining uniquenasshat it has always been distinctly
underpinned by a culture of extreme poverty, degion, violence and criminal activities

which brought down a bad name upon the townshipcaeated a stigmatizing environment

which was and is still abhorred by many other rexsigl of Soweto.

INTERGENERATIONAL COMPARISONS

Unlike the student generations of 1976 and theyd®80’s that fought fiercely to destroy
apartheid, the younger generations of the late '$%8t the 1990’s are said by the older
people in White City to lack a sense of directiod @urpose in life because their lives have

been easy as they never experienced the hardesalitthe apartheid system. They enjoy the
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fruits of a democracy for which many people paiel tttimate price of death and that is why
many of them, especially the young girls who faignant carry the stigma of abusing the

poverty relief grant system for which they neved bafight for.

This intergenerational comparison eulogizes tleifsges made by the past generations who
fought against apartheid and consequently the yeugenerations who grew up under the
new democratic dispensation are criticized fortpall apathy and their love for a good time,
alcohol, drugs and sex. Therefore, when they detiad with HIV/AIDS they have to

endure a multiplicity of stigmas associated with épidemic such as unprotected sex,
multiple concurrent sexual partnerships, alcoholsrd drug abuse, teenage pregnancy and
so on. Other people within the White City enviromtneecome judgemental and blame the
parents and families of the afflicted individuats fack of control and lower morality and so
secondary stigma affecting the family and otheselassociates’ sets in as they become
labeled, blamed, rejected and isolated.

THE LOST GENERATION

These are the heroes of the anti-apartheid strwggteturned into crime because they could
not find employment in the post-apartheid Southoafbecause many of them are unskilled
as they had to abandon their studies in theirdiéight to resist apartheid. In the resistance
struggles of the 1980’s the slogan ‘liberation reovd education later’ was a rallying point

for the youth to abandon their studies and paritakesistance struggles against apartheid.

However, post apartheid South Africa seems to haem a disappointment for many of these
youths as they resorted to dubious means to makm@. Therefore, crime and the closely
related issues of youth culture are among the mgstrtant social concerns facing the post-

apartheid leadership in South Africa.

The historian Clive Glaser (2000) succinctly sumges the plight of these former comrades

this way:

In the period between the 1976 Soweto uprising thedFebruary 1990 reform
initiatives, black urban youth forced the pace esistance politics throughout
South Africa. The so-called “comrades” were thecghtroops of resistance:
making the townships ungovernable, policing boyahd stayaways, defying
security forces at mass funerals and meetingsingpout, isolating, and punishing
collaborators. Despite their reservations abouir tramaturity and coercive
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excesses, their contribution was seen as posiiometimes heroic. Since the
February 1990 reforms, however, observers havenbeamoncerned and often
bewildered by the extent of anomie and criminaéitpyong the black youth. A
large portion of the activist youth felt that theyere shunted aside and
underappreciated in the negotiation process. Risxpgctations were not matched
by concrete changes in their way of life. During #990’s unemployment among
the black urban youth spiraled out of control. B92 it was reported that fewer
than 5 percent of South Africa’s school leaversenadssorbed into the job market.
If anything, the situation has deteriorated sirft@nt A recent survey suggests that
over 80 percent of Soweto’s population betweeresixtand twenty years old, and
about 65 percent of those between twenty one aedtyfive are unemployed.
Many questions have been asked about how to accdatmohis so-called lost
generation (Glaser: 1).

Yes indeed, the disillusionment and the continuptising unemployment amongst the youth
of South Africa in general, and the youth of Wiy, in particular further exacerbates the
levels of crime and thus does not help to imprédnestigmatizing environment of White City
which is already laden with other multiple socia@eomic factors that help to create further
layers of stigma in an already compromised enviremwith a pre-existing culture of

stigma.

GOVERNMENT GRANTS — DEPENDENCY, YOUNG WOMEN AND THE
ASSOCIATED STIGMA

This is a structural issue pertaining to the conéexd socio-economic climate under the new
democratic dispensation. The neo-liberal policiethe present ANC government do not help
the situation either as more and more jobs arendbktthe implementation of the Growth,
Employment and Redistribution (GEAR) economic pol[GEAR, 1996).

This means that the lesser educated people fronte\Ziitly have lesser better paying job
opportunities if lucky enough to find any job arahdherefore not afford to improve their
lifestyles by accessing the more spacious andrdetiking houses in the more affluent parts
of Soweto.

The irony of situations is that even though thespn¢é democratic government feels obliged
in redressing the apartheid imbalances of thelpassuing out relief grants to the following

categories of people:

* the very poor and destitute
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* the sick including those who are HIV/AIDS positiaed are too weak to fend for
themselves

* pensioners
* babies and children of single unemployed mothedss® on

The reality of the matter is that checks and baar@ave got to be weighed against those

individuals who abuse this grant system for theinmbnoxious ends.

Once again it seems structural issues even unéeretlv democratic dispensation come to the
fore in perpetuating the whole cycle of disempowanmpoverty, unemployment and the
resultant stigmas. There are serious allegationzebyple in White City that some young girls
of school going age deliberately and repeatedlypfaignant in order to tap into the grant
system as an alternative way of earning a livingliemselves and their families. In cases
where the young mother becomes HIV/AIDS positiVie apparently receives several grants,

one for each child she raises and the other forgodiVV/AIDS positive and sick.

Consequently, such girls do not only suffer primstigma as a result of being HIV/AIDS
positive but the stigma rubs onto their childred &milies in the form of secondary stigma.
Other residents view their families negativelystily for consistently tolerating their young
daughter falling pregnant out of wedlock that bearngpcial taboo on its own. As a result the
family’s moral standards are questioned and evere o if the sero-positive status of their

daughter is known publicly.

Therefore, stigmatization and discrimination agaotber infected people and their families
are a hostile act denigrating those infected afectdd by HIV/AIDS. Therefore, it would
seem that the presence of primary stigma is ofteorapanied by secondary stigma directed

at those associated with and closest to the irdgmeson.

The historical pre-existing forms of stigma asstedawith White City seem to be
compounded by the latest forms of stigma elicitad the advent and prevalence of
HIV/AIDS. What we have here seems to be an enablingronment in which stigma

operates at many levels and thereby entrenchindf@re of stigma in this township.

This makes for a compelling study of the underlyiegsons and social factors at play in this
whole HIV/AIDS tragedy and therefore the next dssion will be on the rationale of this

study to further explain in detail why this studgswso compelling to do.
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1.4 RATIONALE
This study is sociologically compelling becausdhs# high death rate and suffering affecting

many people in South Africa and many other parthefworld.

Of all regions and countries of the world, Subsaha\frica is hardest hit by HIV/AIDS and

it is also well known and documented that withie ttegion, South Africa is one of the
leading HIV/AIDS afflicted countries in the worldMany people will apparently die before
their 48th birthday and it is also projected that2010 the life expectancy will be 43years.
This scourge is ravaging families and communitied #ne poorest sectors in society suffer
the most because they lack the necessary finamsalrces that will help them access better
treatment and care at private institutions, asssaxe by the financially better off members of
society. Politicians, healthcare workers, businessple, civil society organisations and other
stake holders constantly highlight the perils a tbminous disease and advise the public,
especially the youth to be very cautious and practafe sex whenever they feel like having
sex with their partners. Many stories and gossqmuad in the townships of people who died
of HIV/AIDS related diseases and yet their famileesd loved ones avoided mentioning the
real cause of death. The following statement behalps to illustrate the point about the

seriousness of the epidemic in South Africa:

Home to more than 5 million people living with HMDS, South Africa is one of the
countries hardest hit by the AIDS epidemic. SoufhicA’s HIV/AIDS prevalence
rate (the percentage of people living with HIV/AIDE among the highest in the
world, although prevalence rates have begun taligeland there is evidence that the
epidemic may be declining among certain populatidine epidemic has already had
a profound impact on many aspects of South Afrexagiety and is projected to affect
the country’s demographic structure and its econpgaducation, and health sectors if
more is not done to stem its tide. As a middlesmeacountry of significant political
and economic importance in the African contineme, future course of the HIV/AIDS
epidemic in South Africa will have broader implicets for Africa overall (The
HJKFF, 2008).

Despite numerous programmatic efforts by the Sd\iftican government HIV/AIDS still
remains a serious problem. The government credtedtwres such as the National Aids
Coordinating Committee of South Africa (NACOSA)1892 and a subsequent review of the
impact of NACOSA in reducing the HIV/AIDS prevalentevels led to the creation of a new
structure, known as the South African National AlB8uncil (SANAC), to take charge of
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formulating policy and strategy, coordination andhitization of national resources in the
fight against this epidemic.
The ‘HIV and AIDS and STI Strategic Plan for Soutfrica 2007-2011’ is a new
five year plan established in March 2007 to hel@ amiideline for the country’s vast

government, non-governmental and civil society oeks geared towards fighting
this scourge (The NSP, 2007).

The following statistics are a national breakdovirthe prevalence levels by province in a
study conducted by the South African Departmerndexdlith in 2007:

Table 1: HIV prevalence (%) by province 2002-2008

Province 2002| 2005| 2008
KwaZulu-Natal| 11.7| 16.5 15.§

]
Mpumalanga 14,1 15.2 154
Free State 149 126 126
North West 10.3] 109 11.3
Gauteng 14,7, 10.§ 10.3
Eastern Cape 6.6/ 8.9 9.0
Limpopo 98 | 8.0 | 8.8

Northern Cape| 8.4 | 54| 5.9
Western Cape | 10.7 1.9] 3.8
National 11.4| 10.8] 10.9

The results of this study suggest that KwaZulu-Naipumulanga and Free State have the
highest HIV prevalence. However, the relatively Breample sizes may limit precision, and

in several cases the ranges of uncertainty ove(tiip.www.avert.org/safricastats.htm).

The above statistics illustrate the seriousnesghefproliferation of HIV/AIDS in South
Africa. As can be seen, in the year 2008, a slagdline in the rate of infection has been
recorded in Gauteng province but nevertheless 1@s3&sfigure of concern considering the
fact that Gauteng is the smallest province butntiost densely populated. In their ‘Mid-year
population estimates of 2010’ Statistics South &dri(Statssa, 2010) published official
statistics recording over 11 million residents oduBeng, translating into 22,4%, of the
national population of over 49 million people. Fiatmore, the HI virus has been observed to
have the capacity to mutate and become drug resisaa in the case of Multiple Drug
Resistant (MDR) and the Extremely Drug ResistanDRRX strains of tuberculosis. This
development is a complicating factor towards wigrtime war against this disease.
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Lee, Esterhuyse, Steinberg and Schneider (1996ducbed a study on HIV/AIDS
demographic modelling in Soweto using the ‘Doyledeltio project the growth patterns of
HIV/AIDS in Soweto until 2010. Variations of scera termed, high, medium and low were
created with simulations depending on the averageber of sexual partners, condom usage
and successful treatment for sexually transmittefibctions. Results showed that the
projected HIV/AIDS prevalence rate by the year 20d#&s as follows: 24% for the high
scenario corresponding to 343,000 deaths, 15%h®miedium scenario corresponding to
222,000 deaths and 8% for the low scenario corretipg to 118, 000 deaths. Lee et al.
(1996) estimated that by the year 2010 HIV/AIDSretl deaths will be responsible for 28%
- 52% of all deaths translating to a figure rangirgm 135,000 — 270,000 of all deaths in
Soweto for that year.

This scenario illustrated above is not good makes/&én more compelling to undertake a
related study focusing entirely on gaining an ihsignd understanding of how HIV/AIDS

related stigma unfolds and impacts on the affeptsaple of White City.

Furthermore, many people report that their closnéls, neighbours and relatives affected by
HIV/AIDS felt unfairly treated betrayed and alieedtfrom their communities as soon as
their loved one’s positive HIV/AIDS status becammoWwn in their communities. During the
course of the researcher’'s work as a regional nanfoy the Gauteng Provincial Health
Promotion Department, dating back from 1991 up he year 2000, he has seen vast
resources invested by the government and the praattor in the form of money, personnel,
education, literature, condom supply, researchslipn, policy and many other supportive
and combative ventures geared towards arrestingphead of this disease. However, all
efforts seem not to be having a noticeable impaceducing the number of infected people

as well as in changing attitudes that promote aisthin unsafe sexual practices.

The researcher is then compelled to ask the quesud why? What could be the other
undercurrent sociological factors that are equathportant in this whole HIV/ AIDS
tragedy? These questions are asked more espeania@bnsideration of the fact almost all of
the affected people known, never admitted nor deafito anyone within their circles that
they were affected by HIV/AIDS. At this stage ihcanly be speculated that the fear of being
stigmatized is the reason for their silence! Mddhese affected people become introverts by
resorting to secrecy and withdrawing from the dosiane and the publicity they previously
used to value and enjoy so much. This culture ofesy often robs the affected families of
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the support, warmth and possible financial and rateelp that they could have received
from some others who care about them. It is onlgrahost of these affected families have
buried their loved one that many people learn tghothe grapevine about the deceased’s
HIV/AIDS status. The deceased’s family and clossoaemtes seldom mention the real cause
of their loved one’s death for fear of secondargmsa. As a result many families ascribe the
death of their loved ones to common and socialepted illnesses such as Tuberculosis
(TB) and meningitis, which have the propensity holuce a lot of sympathies for the
bereaved families. The veil of secrecy by familm®und HIV/AIDS related deaths is
symptomatic of a stigmatized environment wherebgppe are afraid to be associated with

someone who died as a result of HIV/AIDS.

The seriousness and impact of this HIV/AIDS pandeisifelt most acutely if the diseased
was the breadwinner of the family. In the case wltkee husband and wife both passed away
as a result of the disease, it is very sad to sdéhaar their orphaned children asking for help
in terms of paying for their school necessitiesna#l accessing money necessary for their
daily survival. In some instances, it is often tieenage children who speak about the
hardships of having to endure the taunts from atiembers of society regarding insensitive
comments they make alluding to the ‘undignifiedtura of their parents’ death/s. Therefore,
it seems quite likely to me that this culture ofreey around HIV/AIDS may be as a result of
the ‘stigma’ attached. Primary stigma seems to becwtd to the infected person and
secondary stigma becomes directed to people arinvema. Therefore it is imperative to note
that there is a symbiotic relationship between prymand secondary stigmas as one is

dependent upon the other.

In South Africa there is considerably a lot of fdgire on primary stigma but there is
relatively very little literature available on sextary stigma. Therefore, more research on
secondary stigma needs to be carried out in ocdanderstand its social structures and how
they function. A fuller understanding of what tregg this phenomenon called secondary
stigma and the environment in which it thrives wgiil a long way in helping social scientists

to formulate plans and methods that will help @désate this cruel phenomenon.

1.5 METHODOLOGY
In order to address the research question, thetafixe research method was used with the

aim of investigating the hardships of HIV/AIDS affed people in relation to their

experiences of secondary stigma.
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SAMPLING AND SAMPLE SIZE

The sample consisted of a cross section of 15 argiadult men and women of White City,
Jabavu over the age of 18 who have been affectedIYfAIDS. However, the selection
criteria when choosing this cohort was not basedasration in terms of gender, income, age
distribution, kinship, spatial proximity, generatal links, obligations and other such factors
but simply on the fact they have been affected by/ADS due to their association with
someone known to be infected by HIV/AIDS. Therefdteeir experiences matter the most

and are the primary focus of this study.

Purposive Sampling was employed with the assistafthe ‘Gauteng Home —Based Care’,
a non-governmental organisation (NGO) which isliafted to the Anglican church of South

Africa. This sampling method was chosen becausteffollowing reasons: The research
participants live in White City, are known to thentmunity health workers, are easily

accessible and trusted by them, are willing toigigdte in the study, can speak more than
one of the official languages in South Africa, affected by HIV/AIDS and therefore are the

regular clients of the community workers. After Eiping the purpose of the study to each
identified research participant, it was categohyjcakplained by the community workers that
absolute confidentiality will be ensured at all éisnand that participation was voluntary and
each participant was free to terminate their pigaioon in the study as soon as they felt

uncomfortable to continue.

Interviews comprising semi-structured and open-dngigestions were conducted whereby
people got to talk about the story of their livaartng off with simple non-threatening
guestions and moving on to the more complex onée. ifterview guide is attached as

Appendix-A of this research report.

MEASUREMENT

Coding and analysis was done using the nominaks€bdes, labels and categories were
assigned to data that is qualitative (non-numeérmalthat specific patterns and themes could
be drawn during analysis. Similar responses wepepgd together under specific themes in
order to determine formations of any patterns diaveur, as well as establishing any
possible causal and co-relationships between ara$sthe spectrum of data. Numeric and

colour codes were used as symbols to help hightightmon themes so as to establish the
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frequency of significance for each and every tha&mnaategory identified for analytical

discussion.

DATA ANALYSIS

Using an interdisciplinary approach, the discoansalysis method was used, to analyse data
arranged into themes that are not mutually exckusr mutually exhaustive because of their

interlinkages.

ETHICAL CONSIDERATIONS

This is especially meant to protect the subjectseséarch as a result of the sensitive nature
of HIV/AIDS.

A consent form was signed by both the respondentés the researcher stating the true
nature of the research and making the respondeateathat he/she can pull out of the
interview process at any stage if they so wish.oAficlentiality clause was included as part
of the consent agreement guaranteeing absolutédeatility to respondents. It was stated
in the consent form that the participants’ named ather particulars will be held in the
strictest of confidence and will never be divulgecgnybody. Several telephone numbers, for
counselling purposes were included on a sepasdteolimake it easier for the participant/s to
receive help and support should the need arisedpke of the consent form was attached as
Appendix — B, a list of counselling resources wk® attached as Appendix — C, a list of
counselling resources was attached as Appendixandlastly, a participants’ information

sheet was also attached as Appendix — E.

Confidentiality was guaranteed in consideratiorsefisitivities around the nature of the data
and human rights related issues that are inhemethei study of this nature. A form asking for
permission to use a tape-recorder was adminissgedifying that if respondents do not feel
comfortable with the use of the tape-recorder tifner wish will be respected and therefore,
it will not be used. Data collected is stored ifiesiack up cupboards in a special room at

home.

Ethical approval was granted unconditionally by tHeman Research Ethics Committee’ of
the University of the Witwatersrand and the Etiidsarance Protocol Number is HO 90624.
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THE STRENGTHS OF THE REPORT

All 15 interviewed research participants were vepgn and generous in sharing their lived
experiences and their deep-seated feelings abdtAHDS, secondary stigma and life in
general in White City, Jabavu. Data saturation paias reached when the same themes kept
on re-emerging during interviews with different fp@pants. However, these themes as
discussed in the data analysis section are notaltytexhaustive nor mutually exclusive as

they are strongly interlinked with poverty and umpdoyment as the overarching themes.

However, the researcher feels that this study leaeldped into an ambitious project for a
Masters (MA) by coursework and research report.rdfoee, whilst the initial project was
fairly narrowly conceived, the findings from thissearch drove the researcher to explore, at
some considerable length, two principal areas whieke not part of the original conception

of the project. These two areas are:

1. The researcher’s argument that stigma in White @ityst be understood in the
broader context of pre-existing forms of stigma athihe asserts create a
“stigmatizing environment” in which new forms ofigha find a fertile social,

cultural and economic world in which to take rontdlourish.

2. The researcher’'s recognition that the manner inclwhhe research participants
develop coping mechanisms to deal with their exgpees of secondary stigma is a
critically important dynamic in understanding theeriences of stigma among those

research participants.

Therefore, as it stands, it is the humble opinibthe researcher that the Report goes beyond
what might normally be expected of a research tepgrmoving beyond the concerns raised
in the literature he worked with.

LIMITATIONS OF THE REPORT

However, there are two considerable methodolodjicadations in this study. The first is the
unavoidable usage of purposive sampling as a nolbability method, executed with the
help of the ‘Gauteng Home-Based Care’ staff in gtigdy because that may have possibly
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excluded valuable input by other people not assediwith this home-based care NGO and
yet being equally if not more so affected by HIMDE Secondary Stigma in White City.
However, despite that fact it must be appreciateat tvithout the collaboration of the
dedicated staff of this NGO, this study would pralgabe impossible to begin considering
the fact that: ‘How could one singularly identifgelect, access and enlist the voluntary
cooperation of the research participants’? Theegftite benefits of choosing the purposive
sampling method and also employing the help ofath@®ve mentioned NGO as an entry point
into the community far outweigh the difficulties canlisadvantages that could have been

encountered by the researcher in the pursuit oéxleeution of this study.

Finally, another limitation of this study is thas a result of the small sample size of 15
research participants, the findings of the studwladonot be generalised to the greater
population of Soweto in consideration of issueshsas the traditionally overly negative

socio-economic conditions unique to White City,dtiip, friendship, closeness, gender, age,

generational links, spatial proximity, obligaticasd other such relevant factors.

1.6 CONCLUSION

Therefore, having followed all the necessary sooéglearch methods and procedures, an
attempt was made in this study to look deeply iHtY/AIDS related secondary stigma in
White City. Understanding this kind of stigma ispemative in giving more insight and
knowledge so much necessary in the fight agaireststtourge of HIV/AIDS which has the
propensity to annihilate large segments of the Isdftican population. No effort must
therefore be spared by all sectors of society enfthal onslaught to eradicate this disease.
The next chapter develops a theoretical frameworkife investigation of secondary stigma

in White City by a review of the literature on stig and HIV/AIDS related stigma.
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CHAPTER 2

LITERATURE REVIEW AND THEORETICAL FRAMEWORK
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2. INTRODUCTION

This chapter seeks to locate the research thabdws done in the context of the literature on
stigma. The central concern of this research repdd understand the dynamics of HI/AIDS
related secondary stigma in White City, Jabavu,civlas we have discussed in chapter one

has been a township plagued by a culture of stigatain.

The word stigma comes from the Greek and refedseing marked (burned or stained) to
distinguish someone as a perpetrator of some b@whaar behavior. Stigma was the word
given to the burn mark or the stain. The literattendew on stigma reveals Erving Goffman
as the classical champion on the study of this @ghand is therefore credited for laying the
theoretical perspective that other authors latezde@n and developed in their studies.

2.1 CONCEPTUALIZATION OF STIGMA: PRIMARY AND
SECONDARY STIGMA

In his classical book entitled “Stigma: Notes andridgement of Spoiled Identity”, Goffman
(1963: 43) acknowledges the existence of secorstaggna and refers to this kind of stigma

this way:

In general the tendency for a stigma to spread fiteenstigmatized individual to his
close connexions provides a reason why such rakatend either to be avoided or to
be terminated.
This quote by Goffman is an illustration that vicetes him in the court of some critics
whose allegations imply that Goffman’s classicatkvon stigma was devoid of an awareness
of the existence of secondary stigma which is nadra social phenomenon rather than a

physical, psychological, biological or medical cdimoh.

Goffman (1963: 43) further explains the relatiopsbf the normal person and the afflicted

this way:

The person with courtesy stigma can in fact maka bwe stigmatized and the normal
uncomfortable: by always being ready to carry albarthat is not ‘really’ theirs, they
can confront everyone else with too much morality; treating the stigmas as a
neutral matter to be looked at in a direct, off-dthavay, they open themselves and the
stigmatized to misunderstanding by normals who mesd offensiveness into their
behaviour.

Goffman (1943) further points out that the peopidfesing from courtesy stigma are

significant models of ‘normalisation’ a term whidte distinguishes from ‘normification’
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which is a process he describes as an effort bynthieidual suffering from primary stigma
to behave normally like ordinary unstigmatized geagven though no effort is made to hide

the root cause of the stigma.

Primary stigma is essentially the type of stigmeeaed at the diseased person whose
behavior is considered to be socially unaccepthiléhe others. Therefore, primary stigma
operates basically on two levels which are firglf br perceived stigma and secondly,

enacted stigma.

Felt stigma is an internalized form of stigma arsdially results in perceived feelings of
social isolation and rejection coupled with feeirgf shame and guilt by the victim. Brouard
and Wills in a publication by the United States Agg for International Development
(USAID, 2006: 1) describe felt stigma this way:

“Internal stigma” — also described as felt, imaginer self stigma — is the product of
the internalization of shame, blame, hopelessrgstt, and fear of discrimination
associated with being HIV-positive. It can affeategivers and family members, who

also may internalize feelings of shame, guilt,earf

Brouard and Wills (USAID, 2006) explain that felt imternal stigma can have a profound
negative effect in the fight against HIV/AIDS besauas they point out, by adhering to the
social script of expectations, a mother in Indiatowed to breastfeed her baby even though
she was HIV positive to avoid suspicion of infentiddy neighbours and other close
associates. Accordingly, associating HIV/AIDS witkath makes a fearful man in Botswana
skip participation in the country’s national AR\éatment campaign. Another example is that
of the Cambodian woman who is a sex worker but €l to visit the clinic regularly for
the treatment of sexually transmitted infection$16$ because she feared being judged and
ridiculed by the clinical staff. Brouard and WilldSAID, 2006) further cite an example of a
couple in Haiti who lived in fear of disclosing théllV status and thereby delaying making
plans for the future care and support of theirdsieth in the event of their death.

On the other hand enacted stigma is an extergkirel of stigma and refers to the verbal,

physical and other abusive behavior directed avitten.

Brouard and Wills (USAID, 2006: 1) describe enaddgma as:
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“’External or enacted” stigma is rooted mainly ieaf and judgment of what is
different, leading to blame, distancing, and disdnation. It is an attempt to promote

social order but, ironically, it breaks down comnti@s.

Brouard and Wills (USAID, 2006) explain that bo#itfand enacted stigma are examples of
stigma and discrimination suffered by many peoplad with HIV/AIDS, other vulnerable

groups and their families.

Felt or perceived stigma as well as enacted stigradherefore not restricted to the primary
victim of stigma but can also extend by virtue @kaciation to the families and close

associates of the primary victims.

The concept of stigma is even more relevant toaagidering the labelling and isolation of

people with chronic and contagious diseases sueH\&aIDS.

Stigma affects the social identity of an individuahd those people stigmatized are
characterized by a very low self-esteem, feelinygferiority and a feeling of being less
human than other people. As Goffman (1963: 12) puts

He is thus reduced in our minds from a whole andaugerson to a tainted,
discounted one. Such an attribute is a stigma,cespewhen its discrediting effect is
very extensive; sometimes it is called a failinghartcoming, a handicap.

Goffman (1963: 15) goes on to explain:

We and those who do not depart negatively fronptiréicular expectattions at issue |
shall call the normals.

Furthermore, Goffman (1963) in Deacon, Stephney Rrabalendis (2005: 15) is cited as
suggesting that:

...people who possess a characteristic defined aallgyoendesirable (HIV/AIDS in
this case) acquire a ‘spoiled identity’ which thieads to social devaluation and
discrimination.”
Goffman explains the phenomenon of stigma as &elaie labelling effort by others to
reaffirm their ‘normalcy’ by highlighting the peneed or real abnormalities in another
person. Therefore, Goffman reiterates primary séigas that being suffered by the diseased
person and secondary stigma as that being suffergubople closest to the diseased person
such as family members, friends and care giversithye of their association with the sick

person. Goffman (1963: 30) explains that:
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The individual who is related through the socialisture to a stigmatized individual —
a relationship that leads the wider society tottbesh individuals in some respects as
one. In general, the tendency for a stigma to spheen the stigmatized individual to
his close connections provides a reason why suatiaies tend to be avoided or to be
terminated.

In line with the context of this study secondangrsta comes as a result of some people in
society who view HIV/AIDS as a disease visited uplo@ sexually promiscuous people and
other people of lower morality such as sex workkasnosexuals, drug addicts, the poor and
so on. Therefore, when infected this category aippe would further suffer what Goffman

(1963) would classify as double or compound stigma.

Even though Erving Goffman’s (1963) classic studystigma focused more on individual
mental illness, physical deformities and what weerceived to be socially deviant
behaviours, his enlightening theoretical framework stigma nevertheless enabled other
authors and academics to add more insights angguiges to his limited but useful theory.
A discussion below points out to one of these adpepectives by other authors and

academics who emphasize more on the social dimeons$istigma and its consequences.

2.2 SOCIAL PERSPECTIVES OF STIGMA

As pointed out earlier Goffman’s conception of stay did not go uncontested and
consequently authors and academics such as De&tephney and Walker (2005: 15)
explain that:

Various authors have challenged the tendency inhnpsychological work to see
HIV/AIDS stigma (or, indeed, any disease stigmajnidividual psychological terms

(for example, Link & Phelan 2001; Parker and AggheR003). Alonzo and Reynolds
for example, provide a more complex reading of @aif, suggesting that stigma is
not merely an attribute, but represents a langudgelationships, as labeling one
person as deviant reaffirms the normalcy of thes@erdoing the labelling” (Alonzo

and Reynolds, 1995: 304).

Using Goffman’s theoretical framework other resbars and authors in the field of
epidemiology have since gone further to develop uhderstanding of the concept into a
broader and more holistic theoretical perspectilrethe context of chronic diseases, more
especially HIV/AIDS, stigma can be viewed in twonginsions. Firstly, it can be viewed on a
biological level and attributed to a pathogenicragavading the body. Deacon, Stephney
and Prosalendis (2005: 19) put forward two proosaltrying to distinguish between the

biological and social categories of stigma:
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(2) In their firstproposal, disease stigma can be defined as alogiethat claims that:

. People with a specific disease are different frommrmal’ society, more than
simply through their infection with a disease agditis ideology links the presence
of a biological disease agent (or any physicalsigina disease) to negatively-defined
behaviours or groups in society. Disease is thgstinee social ‘baggage’ associated
with a disease.

(2) In their_secongroposal Deacon, Stephney and Prosalendis (2@)3u2her assert that:

Disease stigmatization can be defined as a somakps by which people use shared
social representations to distance themselves heid in-group from the risk of
contracting a disease by: (a) constructing it asvemtable or controllable; (b)
identifying ‘immoral’ behaviours causing the disea&) associating these behaviours
with ‘carriers’ of the disease in other groups; &dythus blaming certain people for
their own infection and justifying punitive actiagainst them.

Blaming HIV/AIDS affected people is a social aspeicstigma manifesting itself in the form
of secondary stigma directed at those closest doirtfected individual and it is the core
business of this research. This study sets ouhé&anih the opinions and experiences of the
affected people who suffer social injustice assulteof those entrenched social tendencies
and patterns of behaviour that set to isolate thmyather with the infected people from the

mainstream of society.

The issue of punishment delivered upon infecteapfeeis of concern considering the post-
1994 democratic culture of human rights in Southio&f Implicit in the term ‘punishment’,
which may include various levels of physical, emoél and psychological abuse, is the
underlying process of discrimination and the fundatal question is: how can then people
with a history of sordid discrimination like Soutkfricans still persist in discriminatory
actions even well after the demise of apartheid® aiswer lies partly in Deacon, Stephney
and Prosalendis (2005: 41) who cite the followinghars, Herek and Capitanio (1998) and
Herek (1986, 2002) using the term ‘instrumentajrafy’:

...to describe intended discrimination based oméated fear of contracting HIV, as
well as intended discrimination based on resoum®&erns due to judgments about
the likely social contribution of a person livingtiwHIV/AIDS.

Cited in Stein (2003) Herek and Capitano (1993jhterr explain that:

With particular reference to the function of stiginaa society, then, stigma can be
seen as instrumental, arising from utilitarian seférest, or symbolic, arising from a
value-based ideology. Instrumental stigma allowsppeto distance themselves from
the fear of infection, and symbolic stigma is basednoral judgments.
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Therefore, stigma is a form of discrimination whiohturn has the propensity to induce fear,
estrange people and subsequently discourage péapte seeking HIV/AIDS treatment,

counseling and testing.

Stigma thus operates by producing and reproducoals structures of power,
hierarchy, class, race, ethnicity, health statesual orientation, and gender into
inequality (ICRW, 2002).

This categorizes discrimination as a violationhofman rights especially in light of the
constitution of the present day Republic of SoutiicA which stipulates that accessing
health care is a fundamental human right (The CRISAE).

Furthermore, some people in society consider tfexted to be physically contaminated or
polluted and thus a threat to society. This peroapif ‘being a threat’ to society is extended
to people closest to the infected and as a rebelf suffer secondary stigma which has
already been identified as some form of discrimarmatThe irony is that human interactions
are dynamic considering the fact that some of #w@pfe who are infected were very popular
and productive members of society and yet they ibecstigmatized and alienated together
with their loved ones and close associates as asoimeir unfavourable health status becomes
known. It would seem that Giddens (2008: 8) wasuete in his observation when he

explained that human relationships are not stradttw be permanent like physical buildings.

Social relationships are dynamic and structurai®ra conscious and subjective
human process that is value laden. The ‘pull arghpcharacter of social interaction
is not independent from individual choice or ageand therefore decisions are made
in terms of the negative or positive value thagdipular interaction will bring to the
relationship.
HIV/AIDS is underlined by negativity and many pesmhoose to refrain from interacting
with the infected out of ignorance and the feacaritagion. Infected people and their loved
ones become labeled as a social risk because ofpiieeived ‘contaminated’ status and

hence they become isolated from society.

In their studies, Alonzo and Reynolds (1995: 3049avved and further articulate this notion

of discrimination and define stigma and those séined in terms of discrimination:

The stigmatized are a category of people who garatesely regarded by the broader
society and who are devalued, shunned or othetessened in their life chances and
in access to the humanizing benefit of free ane@tbefed social intercourse.
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This definition entails a sociological perspectwmereby stigma is viewed as a social
construct used to discriminate against other pebplsome sections of the broader society

which looks down upon them.

This makes out stigma to be a bad thing and New@@@i7:1) puts it this way:

Stigma is viewed as a mark of disgrace and infaangtain or reproach, as of one’s
reputation, a sign of social unacceptability.

Language and its negative power is one of the pyimahicles through which stigmatization

occurs. A community leader in Zambia explained:that

It is not sometimes the disease that Kills thesiemis, it is the bad words and remarks
from people. Gossip has harsher consequences fmewavho generally rely more
heavily than men on social networks, particularlyew their access to and control of
economic resources is limited, as in our study'RW 2003: 38).

Ultimately, the following actions may serve as ao@se or as coping mechanisms by the
stigmatized in coming to terms with their situatio®isclosure’ is one option if one happens
to have a very strong family support structure supportive environment. Some people turn
to religion to reclaim their humanity and to makeape with God, whilst others may seek
other explanations.

Stigma is then a negative and brutal concept teaurchanizes the infected people, their
families and others closest to them. It reducesttefair-game as they become perceived as
social outcasts that can be ridiculed, rejectedisoidted by anyone who so wishes to in the
community. Hurtful gossips, attitudes and commaeitsund about the infected people and
their health status. People who used to be friendgyelop unfriendly attitudes, opinions,
comments and thoughts about their family membesieagues, neighbours, friends and

acquaintances.

Now let us reinforce our discussion by exploringHer the concept of AIDS related stigma
and see what has generally been said. Altman (1BB6states that:

Stigma is largely a result of the initial discoum®und AIDS, which fitted mostly
into the medical and the medico-legal categoridss Tiscourse linked AIDS to
promiscuous homosexuals, creating the impressiah gromiscuity and ‘aberrant’
sexualities as such were the cause of AIDS, ratiaar a virus. Not surprisingly this
lead to the conclusion that whoever had AIDS wasniscuous.
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It would appear that stigmatization is an irratiopeocess and therefore, it becomes very
difficult to understand especially in the contextHiV/AIDS whereby there is still a lot of
defensive behaviour and blame apportionment asudt ref ignorance and fear.

As Jackson (2002: 4) puts it:

Stigmatizing others and finger-pointing have mareary stage of the epidemic
around the world and led many African governmeatslény the AIDS epidemic in

the early days. Those that did not deny it suclthasgovernments of Uganda and
Kenya, were heavily penalized. In the 1980’s Ugawda labeled the “AIDS capital

of the world” and tourism to Kenya plummeted.

The common thread amongst all kinds of stigma, hdreprimary, secondary or multi-
factorial, is the negativity surrounding it. Itgenerally accepted that there is a relationship
between HIV/AIDS, racism, sexism and disability jpcece because all can be used to
stigmatize other people. The only difference betw#e four is that the causal factors of
HIV/AIDS are acquired whereas with the others, &gyl or genetics plays a very important

role from conception, to birth and thereafter tigloout life.

In explaining HIV/AIDS stigma, Herek (2002) in Deac (2005: 15), contextualizes
Goffman’s definition of stigma by:

...defining HIV/AIDS stigma as an enduring attribwtkan individual infected with
HIV that is negatively valued by society and thusadvantages people living with
HIV/AIDS (PLHA'S).

However, other researchers cite exclusion as etibmof the political economy present in
the world today that perpetuates social inequalitieorder to maintain the status —quo tipped
in favour of the powerful social groups. Gay meffridan immigrants, Blacks, Sex workers
and Drug users are blamed and thus stigmatizedighra dual association of promiscuity

and poverty.

Ultimately, therefore, stigma is linked to the Wiogs of social inequality and to
properly understand issues of stigmatization asdrihination, whether in relation to
HIV and AIDS or any other issue, requires us takhnore broadly about how some
individuals and groups come to be socially exclydedl about the forces that create
and reinforce exclusion in different settings (FRar&nd Aggleton 2003: 16).

Furthermore, on an individual level, related sidses that are the indirect markers of
HIV/AIDS, such as tuberculosis, cancer, meningansl others, can make it easy for people

living with the disease to deny their status inefiort to avoid stigmatization because as a
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syndrome HIV/AIDS manifests itself in other formschk as an affliction by tuberculosis
(TB) due to the compromised immune system. Theeefan infected person can falsely and
simply say that he/she is suffering from TB which ¢onsidered, with much more

understanding and sympathy than HIV/AIDS, becatuisea curable disease.

Deacon (2005: 12) explains:

On the other hand, ...at a social level, howeveg, ‘ivisibility’ of HIV infection
exacerbates stigmatization and encourages peopiset@econdary markers (such as
wasting or the onset of ilinesses such as TB) ¢mtifly who has the condition. The
absence of visible evidence of how large the pdohiected people is, and who is
infected, encourages the idea that HIV/AIDS affeatiser’ people.

Stigma and discrimination are the two terrible tsvilhat perpetuate the violation of basic
human rights such as freedom and non-discriminat®social environment that enables the

transgression of human rights legitimizes the jpraatf stigmatization and discrimination.

Anne Loohuis (2007: 23-24) as cited in Stadler @0&ffers further illumination by noting
that stigmatization takes place within a certaintegt. She then lists the following causes of
stigmatization within the HIV/AIDS context:

» Firstly, HIV/AIDS is associated with abnormal ordolaehavior.

» Secondly, infection is the result of irresponsilbiehavior such as having sex
without using a condom or sharing infected needles.

* HIV/AIDS is caused by immoral behaviors and thesparis seen as an immoral
bad person.

* HIV/AIDS is an infectious disease and it is dangerfor society.
e HIV/AIDS is associated with death.

* HIV/AIDS is not well understood and the health se#8 have a negative outlook
on the illness.

» Society does not associate easily with peoplediviith HIV/AIDS and therefore,
people living with HIV/AIDS are outcasts.

A press report by Kortjaas and Msomi (1998) rembtteat in South Africa stigmatization led

to the murder of Gugu Dlamini. She disclosed heo smsitive status in the context of a
world AIDS Day meeting and was killed by a mob & f@ays later for ‘bringing disgrace to

the community’. For those affected or infected Wy Horimary and secondary stigmas have
been identified as some of the factors that makeoite difficult to cope with the disease and
with death.”
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Therefore stigma makes people more vulnerable acidtive about their sero positive status.
They fear being rejected by their lovers, neighbptine general community as well as the
real fear of losing their jobs and complicating lfbr their families, loved ones and those left
behind grieving for them when they are dead.

2.3 HIV/AIDS, STIGMA AND DISCRIMINATION

Since the discovery of HIV/AIDS in by American sulists in 1981, it has elicited very
strong reactions; so much that Simbayi et al (2007Gilbert and Walker (2009) stated that
HIV/AIDS is perhaps the most stigmatized conditiorthe world. Goffman also expressed
that diseases associated with the highest degreggnofia share common attributes (Gilbert
and Walker, 2009), the disease is progressive awcdrable, the disease is not well
understood amongst ordinary members of the pulrict symptoms cannot be concealed.
Accordingly, HIV/AIDS fits this profile and more dmecause it is mostly sexually transmitted
much morality is attached to it hence it becomeseedo apportion blame on individuals or
groups that are regarded as a high risk such asitotes, homosexuals and intravenous drug
users as they are seen as engaging in immoral loefiaw order to identify the usefulness of
the concept of stigma, this study briefly makes afsthe typology of modes of adaptation to
epilepsy, adjusted and unadjusted adaptations. séeljuindividuals are those able to
effectively neutralize the negative impact of epdg on their lives and an unadjusted
individual is the opposite of the adjusted one.

Scamblerand Hopkins (1986), using the same study of epyflepame up with the same
model based on the distinction between ‘enactedimst and ‘felt’ stigma and they called it
the hidden distress model of epilepsy. Enactednstigefers to discrimination by others on
the grounds of being imperfect and felt stigma lngs an internalized sense of shame and
immobilizing anticipation of enacted stigma — tlee fear of being discriminated against. The
overall results were that felt stigma is more disite amongst the adults with epilepsy than
enacted stigma. Therefore, in relation to chrotignsatizing conditions, HIV/AIDS can be
linked to the hidden distress model. There haven lzawl still are persistent negative social
responses that play a role in the experience o¥ichaals living with HIV/AIDS. Individuals
may prefer adjusted adaptation for instance, inctvitihey are able to publicly disclose their
sero-positive status in an attempt to side stephasyility and educate others or alternatively

choose to disclose their positive status to a ahés& individuals.
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Alonzo and Reynolds (1995) in Scambler (2009) et four phases of an HIV stigma
trajectory. These phases are also useful in exptpithe responses to the HIV/AIDS
epidemic and people living with HIV/AIDS. The firstage is filled with uncertainty where
the individual suspects that behaviours might port &t risk and the phase can end with the
testing for HIV. The second stage involves diageosé the virus and stigma becomes
important to a point where disclosure needs to égotiated. The third phase is living
between health and disease, symptoms are noteviaitd the individual can conceal their
status. However, the last stage is the passagecial and physical death, symptoms are
visible and felt stigma may be associated withagoh. For emphasis’ sake and to further

expand on the concept of stigma Scambler (2009 this way,

Stigma is typically a social process, experiencedamticipated, characterized by
exclusion, rejection, blame or devaluation thatiitssfrom experience, perception or
reasonable anticipation of an adverse social judge¢@bout a person or a group.

This above statement shows how negativity undeglihe HIV/AIDS epidemic as well as the
people living with it. They are viewed as deviatingm the normal, normality in this context
relating to individuals straying away from the nerand values of society. People living with
HIV/AIDS as already explained are blamed for theim disease based on the fact that they
engage in risky behavior such as prostitution, iplelt concurrent sexual relationships,
homosexuality and intravenous drug abuse. Theregweiety’s response to people living
with HIV/AIDS is to stigmatize and to discriminatgainst them. It is also important to
differentiate between stigma and deviance. Stigsan ontological deficit reflecting the
violation against social norms and values whereagadce is a moral deficit reflecting the
violation of social norms and values. Furthermatignsa invokes shame whilst deviance
invokes blame but it should be noted that deviarkea component part of stigma
accompanied by other constituent parts such atingkend stereotyping discrimination. As a
result people infected and affected by HIV/AIDS eegs a lot of fear of being stigmatized
and consequently discriminated against. Scambder algues that stigma acts as an obstacle
to good health and a barrier to health care fosghghamed and blamed. In most cases then
HIV positive individuals hide their status from fayn friends, partners and employers for
fear of being ostracized. This fear also preveh&snt from getting medical assistance and
receiving ARV treatment. Additionally family memiserare often condemned and
stigmatized by virtue of their association with amber who is HIV/AIDS afflicted.
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A study undertaken by Gilbert and Walker (2009am HIV/AIDS clinic in Johannesburg
showed that the fear of stigma plays a significatd in patients’ experiences of the disease
from the early stages of testing and disclosurthéoinitiation of and commitment to ARV
therapy. People living with HIV/AIDS are discouragky factors such as moral judgement
and blame as well as relationship termination amdbal and physical abuse. Thus,
stigmatized individuals suffer discrimination thean lead to loss of employment, housing
and estrangement from family and friends. This t#abeing stigmatized and discriminated
against can also lead to many people not decldheig positive status to their spouses and
partners which is a dangerous practice because ghsy on the infection. According to
Scambler (2009), HIV positive individuals who exgseprojected stigma and deviance
consciously reject the attribution of shame andnglaNevertheless, they still face verbal and
physical abuse, accusations for publicly announdimgr sero-positive status and thus
bringing shame to their communities as happenetthencase of Gugu Dlamini, a woman
from Kwazulu Natal, who was murdered for publiclisdosing her HIV/AIDS positive

status.

Posel, Kahn and Walker (2007) argue that AIDS wdstion and prevention campaigns have
often ignored the social and cultural contexts imicl they have been implemented. The
absence of local social knowledge around sexuamsohas often resulted in limited
interventions. Their study showed that pervasive amulent stigma attached to AIDS
compounds the fear and mysteriousness surrounds@pidemic by shifting opportunities
for open public discussion on the subject. Paakel Aggleton (2003) also emphasized that
power is central in defining stigma especially @tation to HIV/AIDS and in order for the
co-occurrence of components of stigma such asifaedtereotyping discrimination, power
must be exercised. Thus, for those people holdavgep, they decentralize it in communities,

making it easy for people to adopt ways of stigmagj and discriminating other people.

2.4 SECONDARY STIGMA AND HIV/AIDS PREVALENCE

Secondary stigma as cited before refers to preguditd discrimination directed at people
associated with those infected by HIV/AIDS. Thisthe least studied of the three primary
forms of HIV/AIDS stigma and it is the bedrock withwhich this research study is
embedded.
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In our earlier discussion on the conceptualizabbioth primary and secondary stigma, it
was highlighted that felt stigma and enacted stigmeathe two commonest types of stigma
and that these two can be experienced by both HI%Ainfected and affected people.

According to Scrambler (1998) in Borgat, Cowgillethedy, Ryan, Murphy, Elijah and

Schuster (2007: 245): “Felt stigma is the fearahly discriminated against”.

On the other hand Borgat et al. (2007: 249) explzén enacted stigma has to do with actions
directed at the infected person such as avoidanselts, ostracism, violence and structural

discrimination from health care institutions andpémyment organisations.

Several authors and researchers in the United sStdté\merica observe that HIV/AIDS

related stigma is prevalent there and negativdced people living with the disease as well
as their families (Gostin and Weber 1998: 3-19)ildzén of parents infected with the virus
or disease tend to be affected psychosocially aqetreence adjustment problems which
manifest in delinquent behaviour. Furthermore, NhytpAustin and Greenwell (in press)
report in (Borgat et al. 2007: 244) that:

HIV infected mothers who report high levels of Higlated stigma score
significantly lower on measures of physical, psyobal, and social functioning,
and higher on measures of depression, compareativens who report low levels of
HIV related stigma.

It would appear that secondary stigma comes almat r@sult of social processes informed
by societal expectations, traditions and culturespecific contexts. HIV/AIDS is a health
related matter and consequently unlike the bionadmcodel and its reductionist ‘germ
theory of disease, the social model of healthjeslly suited to give a perspective and insight

into the link between HIV/AIDS, stigma and discrimation in society.

A brief discussion on the social model of healthhierefore essential to highlight the link
between health, the environment, culture and spciéhe social model of health’s approach
is holistic and it recognizes that various factdetermine the health of individuals and

communities.

For instance health is defined in the World He@ltiganisation (WHO, 1986: 1) constitution
of 1948 as:

A state of complete physical, social and mental-weing, and not merely the
absence of disease or infirmity.
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By putting together the physical, the social arelghychological aspects of human existence
distinguishes the social model of health as mos&ralele to explain the concept ‘Health’ in a
more inclusive way that recognizes that people logpisions, attitudes, norms, values, belief
systems, traditions and cultural histories theyisheinto which their conception of ‘health’

relates to.

Don Nutbeam (1998: 351) explains that:

Within the context of health promotion, health bagn considered less as an abstract
state and more as a means to an end which carpbesegd in functional terms as a
resource which permits people to lead an indiviguabcially and economically
productive life. Health is a resource for everytifey not the object of living. Itis a
positive concept emphasizing social and persosalurees as well as physical
capabilities.

For instance, many people in Africa, Asia, the Blagan and the pacific, practice their
indigenous traditional or alternative medicine diemeously with western medicine. In Sub-
Saharan Africa, many people still consult the ‘Sang’ to sort out their health problems, in
India the practice of ‘Ayurvedic’ medicine is stitrong and yet still in China the practice of
‘Acupunture’does not seem to be giving way to madeestern medicine. Therefore, the
social model of health accommodates the fact thah ébefore biomedicine; people had
different perceptions and indigenous ways of copwit illness.

In Gerhardt (1995: 70), Thomas McKeown argues‘ihatas the social changes which made
the major health impact of infectious diseasespdmticular, he cited improvements in
nutritional status, and better living conditionskay factors involved in limiting the impact
of infectious disease. In the case of chronic aedrable health conditions, he argued for the
importance of individual lifestyle decisions; hegaed that personal behaviour is now
becoming a predominant determinant of health.

The above is true if we have a closer look at facwuch as industrialisation and rapid
urbanisation and their spill-over effects thatuefhced drastic social changes from agrarian
economies and modern economies.

As Giddens (2008: 267) states:

lliness has both personal and public dimensionseWe become ill not only do we
experience pain, discomfort, confusion and othetlehges, but others are affected as
well.

Therefore, how sick human beings view themselva$ ame viewed by others and their

interpretations thereof takes us back to the igdubuman beliefs, norms, values, shared
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meanings, cross participation and interaction wothers. Stigma, whether primary or

secondary, is therefore a by-product of beliefaystinherent in a society.

In explaining secondary stigma against family mershg people living with HIV/AIDS,
Borgat et al. (2007: 250) explain that:

She said she told me that she’s afraid for her ldi@ugo be with me ‘cause she
doesn’t know what | got from my mom. Another yowtdld was rejected by a friend
when he was younger: | told my friend and he taklgarents and his parents never
allowed him to talk to me anymore.

Irrational fears of contagion spark off this reantito such an extent that caregivers and
children are avoided by friends and other uninf@éateembers of the extended family. It
would seem that the initial feelings of stigma bgrgnts with HIV/AIDS changes after
receiving information and counseling about the ageand its routes of transmission as cited
by Borgat et al. (2007: 250) below:

You know before | had this disease | looked at peedjadly. And it hurts for me to
say. How could they do that? Why do they do thigemng around? My high and
mighty standards, lo and behold, now | have theatis.

Borgat et al. (2007: 250) cites another infected@e who used to look down upon the other
infected people and those associated with thendarsdribed how her attitude changed upon

learning about her own positive sero status:

...I found out that two of my friends had AIDS, emt ballistic over the whole AIDS
epidemic...so, needless to say, he died and | negtlegadsee him or nothing and then
| found out | was HIV positive.

However, when majoring stigmatizing attitudes asra®muntries and within the same
countries, some studies found that there is vanamn terms of the intensity of both felt and
enacted stigma. For instance one study by Genbiagya, Konda, Maman, Chariyalertsak,
Chingono, Mbwambo, Modiba, Van Rooyen and Celen{@069) published these findings:

For example, one multi-site study found that HIgista was highest in Tanzania,
followed by Thailand and Zimbabwe, and lowest irot&outh African sites when
measured by a Negative Attitudes Scale; but higlesZimbabwe followed by

Tanzania and Soweto, South Africa and lowest inil&dhd and Vulindlela, South

Africa when stigma was measured by perceived disogtion and that these two
scales correlated poorly.

44



Further research in Cambodia and Thailand conduaye(Knodel 2006; Knodel, Watkins,
and VanLandingham 2003; VanLandingham, Im-em, aadn§tienchai 2005) found that
while research participants reported some negatoremunity attitudes and reactions, in
some communities sympathetic and supportive reatiwere much more common, with
research participants reporting that neighboursvedocaring feelings by visiting them and
bringing them food and medicine. Educational progrees and campaigns increased the
knowledge about HIV and have likely had a positmeact by alleviating fears about casual
transmission, thus contributing to lower levelstigma. Research in sub-Saharan Africa also
reveals that in some communities members geneshtiy moral and social support to those
caring for people infected by HIV/AIDS (ChimwazadaWatkins 2004).

HIV/AIDS related secondary stigma is the theorétitamework on which this study is

embedded and therefore emphasis on that aspedbevdbnstantly highlighted to help keep
focus of the core objectives of the study. Themefon lieu of the above stated facts as
reported by the findings of previous research dionthe United States of America, and in
other countries such as Tanzania, Zimbabwe, Thailand South Africa it would be

interesting to see how the people of White Citya¥abin particular, would respond to the
whole notion about secondary stigma and how itcédf¢hem as a result of their association
with people living with HIV/AIDS. What makes thesise of secondary stigma in White City
Jabavu even more disquieting is the fact that thetlfSAfrican government has spent large
sums of money and other resources in programmiitidseto educate the public on the facts
around HIV/AIDS and its transmission modes andityseems these efforts have not borne
fruit as people still unnecessarily stigmatize cdheNow let us look at how South African

academics explain the concept of HIV/AIDS relatiégnsa.

2.5 ACADEMIC EXPLANATIONS OF AIDS STIGMA IN SOUTH
AFRICA

Refinements and elaborations have been made om@o® original definition and a lot of
work done to show the impact of stigma on the liwkthe infected and affected. However, it
is apparent that even though internationally thisrgpublished evidence on HIV/AIDS

secondary stigma, most research and literature igrionary stigma. HIV/AIDS secondary
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stigma in South Africa is also very little consiahgr the fact that it is one of the countries
with very high prevalence levels in the world. Téfere, in trying to fill up the gap on local
research and literature about secondary stigmajoiild be appropriate to first start by
looking at the current views of some of the SoutiicAn authors and academics about
HIV/AIDS. Views and research findings pertainingHdv/AIDS are many but they can be
grouped broadly under the following themes: sexwamiscuity, social death, pollution,
witchcraft, religious and ancestral beliefs, aslvesl denialism. The latter aspect was the
subject of heated public debates which will be ussed later in this paper but for now a look
will be made at how some academics explain reqisdittraditional African beliefs as being
discriminatory against women and creating a falsecgption that through their sexual

promiscuity they are mainly responsible for spregdillV/AIDS.

Let us consider Leclerc-Madlala’'s observation (20833) of this phenomenon as cited in
Deacon et al. (2005: 58), Leclerc-Madlala’s argutmierthat there is a political dimension
spiced by gendered popular understandings of asgbnses to the HIV/AIDS epidemic in
South Africa, and that this will affect the stremgtith which people hold the belief:

The growing popularity of virginity testing [in Kvallu Natal must be understood]
within a gendered meaning-making process consistght commonly held beliefs
that the epidemic is the result of women being aixuout of control’ ... virginity
testing is an attempt to manage the epidemic bytiagegreater control over women
and their sexuality. In addition, virginity testiog girls helps to draw attention away
from the role of men in the maturing epidemic, d¢desation of which has been
conspicuously absent in the popular discourse @nSAdt all levels of South African
society.

Reinforcing Leclerc-Madlala’s point is the obsereatmade and stated by Campbell et al.
(2005) in Deacon et al. (2005: 58) when he asteats

Stigmatization of PLWA is part and parcel of a camsative reassertion of power
relations of gender and generation and a publidomement of the social institutions
whose moral authority rested on their ability tanitol the sexuality of women and
young people (or at least be seen to control gxsality at the level of rhetoric, if not
at the level of reality, in the pre-AIDS days whé&nwas easier for sexual
‘transgressors’ to be discreet about their acésiti

Discrimination related to HIV/AIDS stigma is anotheorrying aspect that serves to hamper
progress in the fight against this epidemic. Deaataal. (2005: 4) state that although research
on HIV/AIDS stigma has been done in the recent paSouth Africa:
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...it is important to understand HIV/AIDS stigma rielation to the broader social,
political, economic and cultural context, and ta@ds stigma as one of a number of
causes of discrimination, reluctance to test, fheméic non-compliance, and so on.

Apart from (Deacon et al. 2005), other prominerddmmic debates include recent work in
South Africa on stigma by Posel (2004), Kalichmad &imbayi (2003, 2004), Patient and
Orr (2003), Policy project (2003a), Stein (2003)ijs@na and Simbayi (2002), Jennings et al.
(2002), Niehaus (2007), Ashforth (1998,2000), Deland Glaser (2005), Knox (2008) and

other authors.

In particular, Patient and Orr (2003) cited in Da@acStephney and Prosalendis (2005: 26),
suggest that a series of shared beliefs underlghrotithe stigma against people living with
HIV/AIDS (PLHA’s) in Southern Africa. These beliefare often unconscious and
contradictory, but help to justify and create disgnatory behaviour against PLHA’s. They

are as follows:

(2) ‘'if you have HIV youre going to die, | won’t invésresources in you’
(AIDS=Death).

(2) ‘HIV/AIDS is a punishment for sin’ (AIDS Sex = Sin).

(3) ‘We cannot change the way we do things — faangple, condoms challenge
cultural norms about procreation, and culture amdlition cannot be challenged’
(AIDS = Condoms = Contraception = Cultural taboo).

Isak Niehaus (2007) on the other hand, in his rekedone in the rural community of
Bushbuckridge, in Mpumalanga province, raises thecern about HIV/Aids infected people
dying a social death before their actual physiedth. This comes as a result of stigma which
translates into the isolation of the patient by sottose family members, friends and the
family at large. The disruption of interpersonalat®nships leaves the infected person
without a solid support system for later on whewW Idirns into full-blown AIDS. They then
become weakened, tire easily, rapidly lose weiggngelop acute diarrhea and sometimes lose
the use of their legs and are therefore rendereabinile as they have to rely on other people
to provide them with their most basic needs likedfand water, as well as to clean them up

whenever they have soiled themselves.

Ashforth (1998, 2000) highlights HIV/AIDS relatedtehcraft assertions as a manifestation

of a traditional system that is undergoing change ia the process a vacuum is filled in by
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feelings of anxiety, uncertainty and spiritual iosety, in seeking explanation for the

affliction.
Ashforth (2001: 3) explains that:

Cultural and religious traditions can make it daiffit or impossible to openly discuss
sexual practices in order to facilitate condom uBee subordinate status of women
makes it difficult for them to practice safe sexil@loeing vulnerable to rape and physical
abuse. Norms of masculine sexuality encourage phelliexual partners. Indeed, poverty
itself entrenches habits and outlooks—such asxbleamge of sex for money or the sense
that life is short and risky, AIDS or no AIDS—thedn make the message of safer sex
extremely hard to sell.

Delius and Glaser (2005) talk about pollution asesult of a sexual encounter with an
unclean person who did not undergo the traditiactednsing rites. A man becomes polluted
when he sleeps with a pregnant woman a menstruatomgan, a woman who committed
abortion and a recently widowed woman who is giiing through the traditional mourning

rites.
Delius and Glaser (2005) refer to Schapera (19840:195) who states that:

Sexual intercourse with such people would resuliokness, some other misfortune
and even death. A woman was ‘hot’ during her meastperiods, during pregnancy
(especially during the early stages) and immediasdter childbirth or aborting;
widows and widowers were also ‘hot’ for about aryafter their initial bereavement
and both men and women were ‘hot’ immediately aftercourse.

Without appropriate traditional treatment, deathcdmees inevitable and therefore the
relationship between sexual transgression, pofiuéind delayed death makes HIV/AIDS a
fearsome catalyst of stigma.

Peter Knox on the other hand looks at the multieteesponse to HIV/AIDS by both the
infected and the afflicted. His approach is that Adfican people who use traditional
medicines to help limit the damage inflicted by this and yet on a spiritual level undergo
rituals of reconciliation and social healing hopthgt in the event of their death they will be
reunited with their ancestors and therefore, getes@ense of comfort. Knox (2008: 25)
elaborates that:

Through a better understanding of the ancestoy Chitistian ministers could perform
a more person-sensitive and culturally-adaptedbecat®n of the sacraments of
reconciliation and of the sick. These sacramentalshminister to an individual's
wellbeing of soul in relation to God, but also ke tperson as inseparably part of his
or her society.
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These academic debates are important in providieghatic categories in the analysis of
primary stigma directed at the infected individulalg leave very little explanation as to the
impact of secondary stigma on people associateld thé infected people. In other words
there is a wide gap in terms of knowledge and rebedirected at understanding the
phenomenon of secondary stigma as related to HIY8AIHowever, it is the aim of this

research study to attempt to minimize that gapriatyaing the opinions and experiences of
people who endure secondary stigma as a resu#ing lassociated with HIV/AIDS infected

people.

2.6 PUBLIC DEBATES ON HIV/AIDS IN SOUTH AFRICA

Besides academic debates there are other peoplsewlmices have been louder and thus
dominated the public discourses on HIV/AIDS in SoAfrica. These people are the former
President Thabo Mbeki, the former minister of Hedlr Manto Tshabalala-Msimang and
Zachie Achmat an HIV/AIDS activist. Imagine thepact of the views of the former Head
of State Thabo Mbeki, the former Health Minister Dshabalala-Msimang and Zachie
Achmat of the Treatment Action Campaign, in inflagg public opinion and health policies
in response to the HIV/AIDS pandemic. Dr TshabaMimang regularly encouraged the
infected people to eat healthily and to includéhieir daily meals garlic, beetroot, lemon and
ginger as substitutes for antiretroviral drugs meedo boost the compromised immune

system.

The racist colonial stereotypical view of an Afmcavas that of a lazy, thieving and very
promiscuous soul. This set the tone of stigmatizing African as being immoral and
promiscuous. A visit to this sex stereotype intiefato the HIV/AIDS calamity in South
Africa was evidenced by the denialist attitudehs former President Thabo Mbeki when he

guestioned the causal link between HIV and AIDS.

Jackson (2000: 6) explains:

In 1999/2000, President Thabo Mbeki of South Afrjzeve the so-called ‘dissident’
view considerable support, blocking the use of drtm prevent HIV transmission
from mothers to their babies and, without intendimgundermining other prevention
efforts. Undoubtedly this has led to many more Hit¥ections in babies in South
Africa that could have been avoided, and to in@daexual transmission.
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It looks like former President Mbeki was reactingtihe age-old colonial view that Africans
are by nature promiscuous and his denial affectedemtion efforts and gave a false sense of
security to people who were already infected by MIDS. However, to his credit, President
Mbeki seems to have been misunderstood, as he weaslymarticulating the fact that the
treatment of the disease cannot be separated fowerty issues because poverty and lack of
good nutrition speeded up the progression of HNAIDS. One of his major concerns was
that, how do you give free anti-retrovirals to some who has nothing to eat because he/she
must first fill-up the stomach before ingesting treatment!

However, HIV/AIDS treatment activists such as ZachAchmat of the ‘Treatment Action
Campaign’, a non-governmental organization oppod#lokeki's views and essentially
supported the biomedical view that HIV/AIDS is caddy a sexually transmitted virus. He
also supported the recommended scientific approétteating the virus with anti-retroviral
to delay the onset of the full blown AIDS stage. elentually won the court case after
referral to the Constitutional Court, for the fragoply of ‘Anti retroviral Drugs’ (ARV’s) by

the government of South Africa at all public heaitstitutions throughout the country.

This after more than 350 000 people had died &M/ANIDS related diseases due to lack of

access to antiretrovirals that could have prolortged lives.

The Lancet Journal, editorial (2005: 546) captuites then South African government’s
attitude towards the HIV/AIDS crisis this way:

Social stigma associated with HIV/AIDS, tacitly petuated by the Government's
reluctance to bring the crisis out in the open o it head on, prevents many from
speaking out about causes of illness and deatlsvetl ones and leads doctors to
record uncontroversial diagnoses on death certgfgcaEarlier this year, Nelson
Mandela stepped into the limelight and was widealgiged and admired for openly
attributing the death of his son Makgatho aged &4dry to AIDS just hours after he
had died. To change attitudes, many more suchodisas from respected public
figures are needed in a country that has more Ehanillion people who are HIV
positive....The South African Government needs t@ dieing defensive and show
backbone and courage to acknowledge and sericadtietthe HIV/AIDS crisis of its
people.

This statement shows beyond any doubt that thergment’s indecisive response to the
treatment of HIV/AIDS is one of the public discoessthat encouraged the stigmatization of

the disease itself, the infected as well as thectdtl people.
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2.7 CONCLUSION

Considering the theoretical framework, literatuggiew and all the discussions and views on
HIV/AIDS, its proliferation and resultant stigmd, is apparent that some aspects in the
discussion are based on facts considering thertuatcstructural violence of the apartheid
system on Black people. Nevertheless, there aité astiot of myths and ignorance
surrounding this disease. Opinions and theorieg fram political economy, to conspiracy
theories, to moral and socio-cultural-religiousidisl that are translated into action and public
discourse. Issues’ pertaining to secondary stigm8auth Africa need to be addressed as a
matter of urgency and one way of doing it is toldbai reliable literature based on research
conducted on this topic. All dimensions of stigmasinbe uprooted or rather minimized if we
are to survive and reverse the damage done bydikesase which in any case has the

propensity to annihilate a large part of our popaiaif it is not stopped.

What is also needed are effective stigma redudticategies and the method that should be
used is the bottom-top approach. Stigma and digtaition are characterized by cross
cultural diversity and complexity which is one bktfactors that limit the understanding of
HIV related stigma. To make serious progress inlyaimy and responding to these
phenomena it may be necessary to attend to thessccultural complexity as well as

rethinking some of the frameworks that are gratitedh (Parker and Aggleton (2003).

Furthermore, especially within the African contextbere many people still cling to their
traditional beliefs, the social model of healthgsein giving insight and understanding of
HIV/AIDS related stigma within the broader socigplitical, economic and cultural
environments. Better informed public and highly sered health professionals can act as
barriers against virulent cultural stereotypesliike reduce the high rates of discrimination.
Posel, Kahn and Walker, (2007) sum it well by ekpigy that, in doing so the mistrust and
suspicion of health workers by ordinary people $th@lso be taken into consideration and
strategies developed to help curb this problem.r&fibee HIV/AIDS related secondary
stigma exists and seems to be a universal phenomt@ra can be dealt with through
appropriate culture sensitive strategies and eturadtmethods geared to explain the sexual

mode of HIV/AIDS transmission from one person tother.
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CHAPTER 3

BIOGRAPHICAL OUTLINES OF RESEARCH
PARTICIPANTS
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3.1. INTRODUCTION

This chapter lays the basis for the discussionnfifigs in the next chapter by introducing

the key research participants who were identifigdhie ‘Soweto Home-Based Care’ NGO on
behalf of the researcher. All the names used aredmyms to help protect the real identities
of the research participants and all researchgyaatnts interviewed are Black and comprise
of eight males and seven females whose ages ramige34 years to 68 years. They are all
fluent in the Sesotho language even though sontleeof belong to other ethnic groups such
as the Northern Basotho, the Batswana, the BaNddvidozambique and the Mashona of

Zimbabwe. Interviews were conducted in the Sesatib English languages and thereafter
translations into English were made during therunsv transcription phase. Most of the

participants have passed standard ten and incluskecarity guard, a motor mechanic, a
Bachelor of Commerce (B. Comm.) graduate, a scheather, a professional nurse, a
librarian, a priest, an administrator, a sales espntative, a community health worker, a
gualified traditional healer, a domestic assistantjedical doctor, a garment factory worker,

a debt collector and a librarian.

Fourteen of the fifteen participants are not HIMDA infected but they are key role players
lending support to infected people — except foryanie participant who is both HIV/AIDS
infected and affected. All of them bear testimdaythe scourge of secondary stigma in
White City, Jabavu as all of them are touched by Kind of stigma as a result of their
association with people who are infected. For mstain many cases these research
participants recall being stigmatized and victindize®cause of their association with infected
people. They are interesting people and the folgvare their short biographies.

3.2. BIOGRAPHICAL NARRATIVES

A) SPORO - WCJ O1 CM (Black Male)

‘Sporo’ was born in 1972 in Ladybrand, in the F&tate province but his family relocated to
White City, Soweto in 1978. He started his primaghool education in Soweto and
completed his High School in that township wheregarents still live. He is not yet married
and has passed his standard 10 in 1991 but bepdssare very scarce and unemployment
very high he resorted to accepting the lower-payagurity job in order to be able to put

bread on the table, after all as he says ‘ hatbhik better than no bread at all’.
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From childhood he related very well to his famiiyends and neighbours — in fact he could
safely say that his family was very much well likeglall and his parents used to have a very
large number of patrons at their house shebeery bkl alcohol to the township folk to
augment income and opening up their house as Bkidg spot’ made them well known and

very popular with many people in White City.
Sporo recently lost a brother to HIV/AIDS.
B) LEHLOHONOLO - WCJ 02 CM (Black Male)

Lehlohonolo was born in 1950 into a Christian faman a farm in Walmansthall near
Pretoria where his parents worked as farm labokissparents were also born and raised up
on that farm because that is where their parests \abrked. A new owner bought the farm
and on restructuring, some of his laborers inclgdiehlohonolo’s parents were retrenched.
In 1960 his parents relocated to White City - Jabav Soweto where he schooled and
completed his standard 9. He soon had to find vilorrder to look after his unemployed
parents and later on he learnt to be a car mecli@mcthis paternal uncle and still uses this

skill to make a living.

Ever since then he and his parents have beennglagéiry well with their neighbours and
their extended family members even though manyeftlive very far away in the Limpopo
province. His childhood years in White City wereamal and he grew up playing soccer, bird
hunting at Mofolo Park and fishing at the KliprivigKlip River). He also prided himself in
proposing love to girls when he reached the agdéteén and he succeeded many a time and
thus his peers admired him for his courage and westg. His closest friend Velaphi is

HIV/AIDS positive, is still employed, looks healtlaynd takes regular treatment.
C) MANTSOPA - WCJ 03 CM (Black Female)

Mantsopa is 34 years old, was born in Maseru Wadtgrew up in Lesotho for the first 11
years of her life. She is the first born of the tgiblings in her family. Presently though for
the past 10 years she has been based in Whitelaligvu — living with her widowed and
childless aunt who also originates from Lesothoe 8tinks her relocation was a strategic
move by her family because her aunt needed to lie sameone but at the same time
relocating to South Africa sort of opened a lotdoiors for her in terms of employment
opportunities. In Lesotho she was an unemployedeusity graduate with a Bachelor of

Commerce (BComm) qualification but now she is empth earns a decent salary, owns a
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car and therefore she is highly mobile. Hence sies @t least once in three months to visit

family in Lesotho.

As for the relationship with her parents, it isywgood and she also feels she had a very
good childhood and cannot even complain about tieghbours. She associated easily with
her peer group as she was a very playful childM&seru West it was easy to interact with
the neighbours because they lived in a governmented village compound and as a result
they were forced to interact with each other. Hosvewer family has since moved from
Maseru West to a new location called Naledi anchtslapa finds it difficult to associate with
the new neighbours because she finds herself uriabieake a lot of friends there and
therefore tends to spend most of the time in ihgsd when she is on vacation from South
Africa. Generally speaking, her childhood was geoshe enjoyed good relationships with

family and friends.

She indicated that in Sesotho ‘Stigma’ which is #héject of this research is called
‘Sekhobo’- meaning a negative mark, very bad inureand weighing heavily against the
victim. Stigma or sekhobo usually becomes a lifgltwrden as was the case with her late

paternal aunt who succumbed to HIV/AIDS.
D) PONTSHO - WCJ 04 CM (Black Female)

Pontsho is a qualified English and Geography teagifeo was born in Maseru West,
Lesotho 50 years ago. Her father, a former govenrogicial, was in the habit of changing
government jobs that made the family move from plaee to another within Lesotho. Her
father has always maintained his family traditidnsapporting the then popular official
opposition party and she thinks the Lesotho goventrgot fed up with him and found a way
of terminating his services and as a result losonty his job but all the other accompanying
benefits that included free government housing.imuhner father’'s period of unemployment,
her mother was the sole breadwinner and she neveplained even for a single day — this
goes to show how strong her family bonds are. Simes from a closely knit Christian
family and hence when her uncle who owned a hau¥¢hite City, Soweto passed away, the
extended family decided that her father must rééboda Soweto in order to inherit his
deceased brother’s house and also to be nearerjaboopportunities in Johannesburg as he
was unemployed for a long time in Lesotho. Howetleey arrived in White City when she

was about 1lyears old. She continued with her pyiagh school and tertiary education in
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South Africa and ever since then her father gotleympent in South Africa through the

influence of some of their relatives who have bigng longer in Soweto.

They get on very well with their neighbours, frisnghd the community at large and always
cooperate by helping each other when there are imgsldfunerals and other communal
events around. In her neighbourhood everybody knmwesanother and they all protect and

watch each others’ backs against criminal elements.

On the job Pontsho is not only a teacher but alagspa counseling role to troubled pupils

including those who are HIV/AIDS positive.
E) MAMOKETE - WCJ 05 CM (Black Female)

Mamokete is a 54 year old divorcee who came badikean White City in the house which
was originally her late paternal grandmother’s.efAfher divorce she left her house in
Diepkloof extension a very posh township of Sowatgause she had bad memories of her
marriage. Therefore, she later opted for the shtkeohouse and thereafter shared the money
as well as everything else equally with her husbahey did not have children after 18 years
of marriage because of a rare biological condittwat is afflicting her. Her husband and her
in-laws never took kindly to the fact that she cbnbt give birth to their grandchildren after
having paid ‘lobola’ (dowry) for her.

They encouraged her husband to marry a second amfiehe brought that suggestion to
Mamokete but she did not like the idea for feabeing humiliated in case the second wife
bore children. Therefore she opted for a divorogabse the husband always insisted that he

wanted to marry again and have children.

Other than that she enjoyed a very good relatigns¥ith her parents, siblings, friends,
colleagues and neighbours from her childhood yepit® the present.

Mamokete is a nurse by profession and comes aanasy people afflicted by HIV/AIDS.
On a number of occasions she used her house am@orery sanctuary for infected
individuals who were being rejected by their owmiiges for fear of passing on their

infection to them.
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F) SEKHOTHU - WCJ 06 CM (Black Male)

Sekhothu was born and brought up in Orlando EaSaweto in 1956. His father was 91
years old when he passed away and his mother wge&8 old. Sekhothu is a priest of the
Anglican Church in the diocese of the Church of Bmevince of Southern Africa and he is
the second son amongst nine girls. Sekhothu stéixted in White City in 1989 and the

house he occupies used to belong to his materaatigrother.

Despite the fact that theirs is a big family, kisiildhood years are full of fond loving
memories they share as a family. They are a clagefamily and his relationship with his
parents and siblings was and is still fantastiggeber with his siblings they relate well to
each other and even share personal secrets. Hergtsged a profoundly good relationship

with his neighbours, childhood friends, schoolride and other school mates.

Sekhothu comes across many in his congregation aneo infected and affected by
HIV/AIDS and often seek his spiritual guidance andral support. Quite often he mediates
in family disputes where one member is being vided by the others for being HIV/AIDS

positive.
G) TSHEPE -WCJ 07 CM (Black Male)
Tshepe was born in the Leribe district of Lesotha willage called Ha Qokolo in 1948.

He obtained his standard 10 certificate throughigbe correspondence with Damelin college

and is presently employed as an administrator eylthannesburg City Council.

Back in Lesotho, Tshepe grew up herding his fathedttle, sheep, goats, donkeys, horses
and tending the fields. You can imagine that thesevery demanding tasks that had to be
coordinated with one’s peer group members who hbsb to perform such duties in their
families. So he enjoyed his childhood years lookadgr cattle in the grazing fields and
stalking birds and catching field mice. As shepkdtty also ate wild berries, water melons,
fried maize and pumpkins that they took by stefitim the nearby farms. Tshepe used to be
the champion amongst his peer group when it canstit¢& fighting — he could defeat all

three guys at once in a stick fight.

He enjoyed a very strong and special relationshtp his late parents. His mother was the
eldest wife of his father who had four other wivApparently his mother was his father’s

favourite wife and this aroused jealousy in theeotlives who plotted to have Tshepe and
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his mother evicted from their family property shibthe father somehow become physically
disabled or pass away. So in 1965 when his pagottsll and passed away one after the
other, on the same day, poisoning was suspectetieoyhief and the village people but
forensic tests and evidence in the then rural ltesobuld not be made available as it was too
expensive. Fortunately for Tshepe, his uncle whesliand works in Gauteng took him back
with to South Africa because he feared that hedcaldo die a mysterious death like his
parents. So through his connections in Johannediriarganized official papers for him to
stay in the city.

Drawing on a deep breath, Tshepe reminisces afidaies that back in Lesotho it was non-
negotiable as all children had to respect theigeours and elders. Therefore he got along
very well with everybody and because of his populaheir village Chief and elders had
earmarked him to play a very senior and importalg in the affairs of the village when he
came of age. Unfortunately that did not happenTsltepe still enjoys good relationships

with his family, neighbours, friends, colleagues amany other people in Soweto.

Tshepe and his wife have been living in their houwsth his wife’s nephew who is
HIV/AIDS positive for the past three years. The Imep was rejected by his immediate

family for fear of contaminating them.
H) DAYOFF - WCJ 08 CM (Black Male)

Dayoff was born and bred in Pietersburg 40 yeacskad has been living in White City for
the past 25 years. He is a university drop-outibydresently employed as a regional sales
representative by a leading beer distilling companylohannesburg. His parents are now
deceased. His childhood years were good and atedelery well to his family, friends and

neighbours.
David’s beloved sister-in-law passed away as adtrest|V/AIDS.
) MARIA - WCJ 09 CM (Black Female)

She was born in White City in 1954 and she is tdest of 3 sisters. She is a community
health worker with the Gauteng Provincial HealthpBeément. She was never married and
she is also a self-employed dress-maker. She lmsltiddren a 28 year old boy and a 25 year
old girl. Both of them have completed their univgrstudies and are now married and stay
with their spouses in their own townhouses in thehern suburbs of Johannesburg. Both her
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parents are deceased and presently she lives wiitlate sister’s three children who are aged
10, 15 and 19 years. She is their legal guardiam aed started playing that role after her
sister succumbed to HIV/AIDS which she got from hasband who passed away 6 months

before her wife’'s death.

Maria always enjoyed very good relations with ebexdy as she appears to be that friendly
and likeable type of a person. Her family liked laelot and all her neighbours from her
childhood days up to the present day have nevemplzoned to anyone about her. As for
friends, she has many and she is also a diehapbdep of ‘Kaizer Chiefs Football Club’.
She is very sociable and likes hosting parties iamiding supporters of the ‘Kaizer Chiefs
Football Club’ to her house parties. Apparently ahteast has such a supporter’s party once

in three months.
Maria lost a sister and a brother-in-law who di€tiB//AIDS related causes.
J) TAUHADI EA MATSHEKHA - WCJ 10 CM (Black female)

Maggie is 68 years old but looks 10 years younlen ther age. She is a qualified Sangoma
(traditional healer) with a well known and goodutgiion for helping sick people including
those afflicted by HIV/AIDS. She is thé"hild in a family of 6 daughters and 4 sons and
she was born and raised up in a small dorpieg(lttilvn) called Jaggersfontein in the Free
State province. Her parents were both of the Batawextraction. The family relocated to
Soweto in search of better economic prospects wak m 1948 when most of these Soweto
townships were still informal settlements made upcorrugated iron and known as
Shantytown or Masakeng. Her parents patiently webhard until they got a proper house of
their own. Nevertheless, she grew up being a vaklyschild and no clinic, hospital or
doctor could determine what was wrong with her. way, she enjoyed a very good
relationship with her parents, neighbours and tioitdi friends even though she was seldom

outdoors playing due to her ill-health.

She is a popular traditional healer who also trezsy clients who are HIV/AIDS positive

and can testify to the social injustices endureddaye of them.
K) MPHATLALATSANE - WCJ 11 CM (Black Male)

Mphatlalatsane is a domestic assistant employeadnieyof the rich families living in one of
the other townships of Soweto. He was born in tlaswhgo province of Zimbabwe in 1962
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and both his parents are still alive and tryingnake ends meet despite the negative political,
economic and social climate in Zimbabwe. His fatlseNdebele by birth and his mother
Shona by birth and therefore according to the Ipaal custom and tradition he is a
Zimbabwean of Ndebele heritage. The Ndebele’'s néveget their South African roots
which can be traced back to one of King Shaka Ka’'Zyopular army general, Mzilikazi.
Mphatlalatsane actually grew up in an extended lfarset-up as part of his paternal
grandparents’ household with 17 people living aadperating a lot financially, in terms of
doing household chores, with women and girls tegpdive family fields and the boys looking
after cattle and other livestock. So their familgswery much united and he enjoyed his
childhood a lot playing around with children of theighbourhood in the surrounding hills
and valleys and he does not remember any adulbpensale or female ever ill-treating them
or saying bad things to them at any stage.

Mphatlalatsane relocated to South Africa 8 years @ége to the economic hardships in his
country and now has a South African green idemtdgument but still his accent gives him
away most of the time because it is not South AfridcHe complains that his black skin is of
a darker shade and therefore adds to the fachéhihds himself being stigmatized by some
locals who look down upon Black people like himuasvelcome foreigners and yet there are
a lot of other White foreigners from the former teas bloc communist countries that have
relocated to South Africa but are never called rarhe cites the case of the Chinese people
that have been officially reclassified as ‘Black’ $outh Africa after their appeal against
originally being classified as White and therebgcdminated against when it comes to
giving business tenders to Black owned companiescompliance with the present

government’s Black Economic Empowerment (BEE) polic

Mphatlalatsane accuses South Africans of beingrgédpexenophobic and using derogatory
names to refer to them foreigners as ‘amakwereKwee steal their women and jobs and
cited the xenophobic violence that happened ortEdst Rand and in Alexandra township in
February 2008 where many ‘Black foreigners’ wesptiiced and even killed by the locals.

Mphatlalatsane has an HIV/AIDS positive friend fehom he took the responsibility of
caring for after having been rejected by many peaptiuding the landlord who threw him

out of his yard as soon as he became weak dus tovered immune system.
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L) MASIA - WCJ 12 CM (Black Male)

Masia is South Sotho speaking and is a graduatbeoUniversity of the Witwatersrand
Medical School — he is a medical doctor by prof@ssHe is the only son and the eldest of
three siblings — he was born in 1956 and his faskgrped the country and went into exile in
1963 as a member of the then outlawed African natidCongress (ANC). They were
literally raised up by their dearest and hardwagkimother who sacrificed so many things for
their sake. He is not bitter though against hiedatfor having left them when they were so
young and vulnerable. The father came back froreexi1992 and has ever since then tried
to make up for the lost time between him and hisilia He says he does not know where his
dear ‘Papa’ got the money from but on his returrbbeght a very nice house in suburban
Johannesburg for himself and their mother and btaght each one of the children a nice
house in a suburb of their own choice. He addetth@b extravaganza by again buying each
one of the children a motor car. Masia concludedsaying that his relationship with his
father, mother and siblings is good and he thirdiadpthe only boy amongst the girls spoils
him with love and attention. Masia enjoys a gooldtirenship with his family, neighbours
and friends and pays special gratitude to the heigis and friends who helped to shelter
them during their father's absence. He can safely that he also had a wonderful

relationship with his school friends, teachers aneryone else at school.

As a medical doctor, Masia has clients who arectefé® and affected by HIV/AIDS and their

plight often touches him and arouses some sad ensoti
M) TATIBI - WCJ 13 CM (Black Female)

Tatibi is a garment factory worker employed by @npinent clothing manufacturing
company which supplies popular brand labels to ugrket retail clothing stores in
Johannesburg and the whole of Southern Africa. I&sebeen living in White City for 20

years now.

She was born 53 years ago in Pimville, Soweto astth ber parents are still alive, very

strong and still live in Pimville.

She says she had a very easy and enjoyable chddioih a lot of friends in the
neighbourhood, at school, in the church and eveeya/lelse she came across people. She
grew up loving the outdoors and being very vibrantl highly sociable. The relationship

with her parents was also very good as she is Bncbiid so there was no sibling rivalry for
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her parent’'s attention. She is a single mothemarfig (boys) and she divorced their father
about 9 years ago because of his adulterous behalviiandering with 19 year and 20 year
olds. She says her sons are now nearer compldtieig tertiary studies and they will
probably be done in a year or two.

Tatibi cooks, cleans and cares for her elderly dexir neighbour whose is also stuck up with

an HIV/AIDS positive daughter who returned from haarital home after her husband died.
N) TACASH - WCJ 14 CM (Black Male)

Tacash is a 58 year old debt collector employed lell known furniture company. He was
born in Western Native Township next to Sophiatoamd both his deceased parents
originated from Lesotho where they were born aneldbmis highest qualification is a

standard 10 certificate and he is the second buitd amongst four siblings. He has an elder
sister, a younger brother and two younger sistdesenjoyed a good relationship with his
parents and siblings as well as with their neighdaand his childhood friends. He is of

athletic built and he used to be a boxer and atmamarunner earlier on in his day.

He is proud that he was very popular with thesgitdachers and almost everyone else except
for some boys who felt that he was over-rated aitlthe attention he was receiving from the

girls.
He recently lost a friend who succumbed to HIV/AIDS
0) ELISABETHA - WCJ 15 CM (Black Female)

Elisabetha has been unemployed for the past 7 yeah® is a qualified librarian and has a
Bachelors Degree in library science from the Ursitgrof Limpopo, formerly known as the

University of the North or Turfloop. She used to employed by a big multinational

company based in Johannesburg before she wasatesebdue to ill health — specifically due
to her HIV/AIDS positive status as she was becomagmlarly absent from work because of
her regular appointments with her doctor. She ségsmade the mistake of divulging her
sero-positive status to her line-manager who recendad that she must be laid off but with

a very good severance package.

She grew up in White City and her father passedyaw 2002 and her mother is still alive
and is a pensioner. She was born in 1962 and ittkdhild in a family of five children, four

girls and a boy. The other siblings are married nedg she was never married nor does she
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entertain any marriage hopes for the future. Thely brother Simon is the last born of the

family and he is also married and has his own hausiee West Rand.

Elisabetha’s family is apparently very close andmhbers are very fond of each other. They
share everything including personal secrets anyl thge been a peace loving family and as
she says ‘even our neighbours can tell you thét’tr8he grew up being a very playful child
— more of a “‘Tom boy’ than anything else and shé adot of neighbourhood and school
friends both girls and boys. Even at University atcer former place of employment she
had many male and female friends and they got aleng well to such an extent that they
often came to visit her over weekends at her hovmea ¢hough the house is very small. At
night they squeezed together on her tiny bed amdahgood time chatting about this and

about that before they fell all asleep.

3.3. CONCLUSION

The above cited research participants are integepiople who come from very diverse
backgrounds and thus volunteered a lot of inforomatin their personal experiences with
secondary stigma. In the following chapter a datysis discussion will take place whereby
they will be afforded an opportunity to be direagiyoted on their opinions and experiences
in relation to HIV/AIDS related secondary stigma/fhite City and also on issues that help

to perpetuate and sustain that stigma.
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CHAPTER 4

RESEARCH FINDINGS AND DATA ANALYSIS
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4.1 INTRODUCTION

This chapter is about the lived experiences ofltheesearch participant in relation to
secondary stigma in White City, Jabavu.

Some of their views are quoted verbatim, discussetlanalysed in the light of the central
themes developed in the literature review; namlgverty and unemployment, immorality
and sexual promiscuity, social death, ancestragtseand witchcraft, rejection and isolation,
religious beliefs and denialism’ to name but a f@pinions, comments and expressions with
a similar underlying message are identified andugeal together as common sub-thematic

expressions under an umbrella theme.

Nevertheless, to make sense out of the variousebeataveloped in the literature review as
well as those themes that emerged from the fieldwiorwould be proper to make a brief
analysis of the socio-economic background of Wity within which secondary stigma
exists. As mentioned in chapter one under the ndelbgy and presentation of data
discussion, where there is lack of evidence angp@uidrom the literature review chapter,
reference to other academics not mentioned initii@ture review section but coming from
the broader literature on the HIV/AIDS subject wile made in order to facilitate a

worthwhile discussion rather than not to engagenydiscussion at all.

4.2 WHITE CITY AS AN ENVIRONMENT OF STIGMATIZATION

As illustrated in chapter 1 - White City is a commty with a history and culture of
stigmatization and therefore it is inclined to berenstigmatizing. As a result, HIV/AIDS
occurs in an already pre-existing environment gnsa. The various themes emerging from
the fieldwork data are not mutually exclusive nartoally exhaustive but nevertheless seem
to confirm that the underlying cause for the HIMDE prevalence levels and its associated
primary and secondary stigmas come about as at reulnfavourable socio-economic
conditions in White City. It is important at thisage to re-emphasize the fact that it is very
difficult in a study of this nature to mention sadary stigma without mentioning primary
stigma. The two are interrelated as one feeds enother because there could be no
secondary stigma without primary stigma and theeetbe nuances around secondary stigma

will constantly mention to primary stigma as a poaf reference. Nevertheless, the core
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business of this research study is HIV/AIDS relasedondary stigma and therefore every

effort will be made to focus on secondary stigma.

Therefore, it would seem that HIV/AIDS makes peoatiopt the traditionally unAfrican
ways of relating to one another considering the tbedtment meted out against those who
are infected and their families.

My study asked the question: ‘What is the naturéibf/AIDS secondary stigma in White
City, Jabavu? Now this is the data that answeas question.

Multifactorial Causes of Stigma in White City

It would seem HIV/AIDS stigma in White City is aroplex issue that is precipitated by

many underlying factors.

Research participants cited many reasons for aongui#lV/AIDS and some of the themes
that came up were poverty and unemployment, théhvakancestors, the wrath of God and
‘isidliso’. This ‘isidliso’ is some form of bewitahent as a result of black poison being spiked
on one’s food by witches or alternatively sent idream form. Someone dreams of having a
nice meal and in the process of enjoying the mealuwnknowingly swallows this ‘isidliso
which later on creates serious health problemsingadp to death if the diagnoses and
treatment are not done properly by consulting diticmal healer. Now let us look at what
some respondents had to say about the influeng@wérty and unemployment over the
spread of HIV/AIDS and its related secondary stigma

Poverty and Unemployment

Poverty and Unemployment is a theme in absoluteeagent with the literature review as a
contributory factor towards the proliferation of\HRIDS and its resultant secondary stigma.
Poverty and unemployment are a major overarchiaméithat persistently emerged from the
fieldwork and both these phenomena were strongiyntitied by research participants as
contributory factors that helped to destabilize ynpeople’s lives as well as help with the

acceleration of the proliferation of HIV/AIDS antd related stigma in White City Jabavu.
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As Morris (1980) puts it:

The broad determinants of the health status of ranmenity are cultural, socio-
economic and environmental.
This statement by Morris (1980) resonates very wih the social model of health which
views the causes of illness as transcending thigingn‘germ theory’ approach of the bio-
medical model of health, discussed earlier in itieedture review section of this study.
To rehash, in the bio-medical model of health 8&és caused by minute organisms such as
germs living outside the body, which are said torésponsible for causing infections and
other illnesses when coming into contact with tbeybof a human being or an animal. On
the other hand the social model of health complisi¢ime bio-medical model of health by
acknowledging the fact that illness and disease caesed by germs that thrive in an
environment created by negative socio-economiofactuch as unemployment and poverty
among other factors.
The following views by some of the research pagvtats will further help enrich and

illuminate this discussion.
On being probed about the socio-economic conditimWghite City Sporo observed:

Many people in White City are not so well educaaed consequently there is a high
unemployment rate and poverty is rife especiallyagst the youth as compared to
other people who live in middle class areas of Soveeich as Dube village, where
many people of my parents age-group and my owngaggp are working in
professional occupations such as teaching, nurbimgjness managers, and so on. In
White City if you are HIV/AIDS positive you are sgjted by your own family
because you become both a financial burden andn@areassment in the community
(Views of Sporo WCJ 01 CM).

Another respondent Lehlohonolo expressed himselfwhay:

White City Jabavu is a poor man’s place as you s the two and three roomed
houses built in a congested space by the formethegiad authorities. Many people are
unemployed and | just wonder how on earth the Malants of 2009 will ever find
employment? Jobs are really scarce and can yoavieelwhen | tell you that some
families of ten people rely on the monthly governingension money earned by the
‘oldlady’ (grandmother) of the house. Here in Whiléy it seems like there is less
people employed compared to those unemployed......... kmegr (brother)! The
place is teeming with people even on normal weeys dhe streets are full of
multitudes (Views of Lehlohonolo WCJ 02 CM).

Pontsho, a professional and well respected teachke area had this to say:
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Unemployment is very rife in White City and | amlixgaced as a teacher to see how
many of our students at my school struggle to neaiads meet — and | literally mean
lacking in most basic things including school unifig important text books and as far
as | know up to 70% of the students cannot afforgay the comparatively affordable
school fees and our school relies heavily on gavemnt subsidies. It is very sad and a
tragedy to see some of my students not having angytb eat during lunch time and
the bolder ones would appeal to me to give themesamoney to buy food. (Views of
Pontsho WCJ 04 CM)

All research participants agreed on the negatileptayed by poverty and unemployment in
compromising the quality of the fabric of familyt@gration, social cohesion and the health of
individuals who engage in risky behavior as a wsalvistrategy. It would seem that
HIV/AIDS affected households are doubly disadvaathgs they experience a multiplicity of
stigmas. Firstly, they experience the burden obsdary stigma and are rejected, isolated
and treated with suspicion by some members of gockecondly, some family members
perpetuate primary stigma as they discriminate idrtideat their infected family member
because they view them as the cause of their exateer poverty because meager family

resources now have to be redirected towards thenient and care of the sick member.

The third aspect of stigma is a lack of access twetter life as a result of poverty and

unemployment.

Structural issues keep on resurfacing to pointtbetrole played by the previous apartheid
authorities in creating and perpetuating the caltaf stigma in Black townships such as
White City.

Let us look at what some of the research parti¢gohad to say about the sexual practices of

many young people in White City.

Multiple Concurrent Sexual Partnerships (MCSP)

Linked to the above theme of Poverty and Unemplaoymie the theme of Multiple
Concurrent Sexual Partnerships which consistemtigrged during in-depth interviews with
the participants. Therefore this theme on multipbecurrent sexual partnerships concurs
with what has been written in the literature orsthopic. Morris and Kretschmar (1997)

explain that:
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Modelling studies have illustrated that concuriss®ualpartnerships result in sexual
networks that have densely clustered pathwaydgithabt
occur when people have sequential relationshigihaot overlap in time.

As we shall see many young people in White City angaged in the risky practice of
maintaining multiple concurrent sexual partnerswNiet us look at what some of the

research participants had to say about this kirgerfial practice in White City.
For Sporo his views were expressed this way:

A lot of young men engage in crime to acquire moarg other desirables. On the
other hand a lot of poor women are involved witdeolmen who provide them with
money and gifts in exchange for sex. These older ane popularly known as ‘sugar
daddies’ and they are often of the same age agotmeg woman’s mother or father.
Having secret sexual liaisons with several of thesgar daddies who are often
married family men simply means the young lady waiteive more sources to tap
into in order to access more money and gifts sschelular phones, clothes and in
some cases motor cars. Having many sexual panmérsicrease their chances of
acquiring HIV/AIDS (Views of Sporo WCJ 01 CM).

On the other hand Lehlohonolo had this to say:

Unemployment is evil broer because you see manywalchen and young girls
prostituting themselves in exchange of money. Wgna) if you were in their place
what could you do broer? | mean they have to #md survive as well as provide
food for their ‘illegitimate’ children whose fatheare probably also unemployed and
therefore are unable to pay for their maintenandews of Lehlohonolo WCJ 02
CM).

Pontsho who is a renowned school teacher with aallext teaching track record and

reputation had this to say:

Now, these ladies come from equally poor backgreusad fall easy prey to these
young men who are suddenly well to do and can @fforgive money and other gifts
to these materially deprived young ladies. It igllietough because many of these
ladies engage in secret risky unprotected sexteicdourse with many of these young
men in an effort to maximize their monetary gaithihk partly that is why we have
so many HIV positive young ladies in White City.ejhare also carelessly spreading
this disease by loosely sleeping around and yduyasch how many funerals for the
young ladies are there in one weekend in White.Qitynow of a family that lost
three daughters in rapid succession as a restitioflisease and in one street alone,
more than 12 households have lost a member whodiliedo HIV/AIDS and this is
besides those households who are caring for aotedeanember - Abuti (brother)
it is really bad (Views of Pontsho WCJ 04 CM)!

Therefore, for whatever reason, promiscuous behapiays a major role in the rapid
proliferation of HIV/AIDS and it would seem that yerty and unemployment play a major

role as well in influencing such behavior. It woutdt be far-fetched then to assert that
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multiple concurrent sexual partnerships are a sahatrategy whereby many unemployed
and poor young women who are single parents beentnapped in to generate much needed
income. It would seem that all the above themes iaterrelated, with poverty and
unemployment as the overarching feature, as omedleads to another as we shall see in the

next theme on alcohol and drug abuse.

Unfavourable socio-economic conditions are the dirgeground of disease and other social
problems such as crime, prostitution, substanceeabnd many others. In poor communities
access to good health care is difficult and pensoygiene is sometimes compromised due to
a lack of material resources. The scarcity of moaag food tempts the young men to

commit criminal activities and on the other hangbalempts the younger women to engage in
transactional sex underlined by multiple concurreetual partners in order to survive. In

other words, day to day survival issues like pgttinood on the table have precedence over
more abstract moral and health issues stipulatiagheed to restrain sexual impulses in order

to help avert acquiring HIV/AIDS.

Engaging in multiple concurrent sexual relationshgviewed by many practicing Christians
as behavior lacking in morality which quite oftenlinked to a history of other behaviors
such as premarital sex and sex outside of mar@gagsanctified by God the creator. As a
result many families of these teenagers sufferrsamy stigma by virtue of association with
the infected because they are also viewed as hduaifeg in bringing up a decent law-
abiding individual and therefore, the family isaisewed to be lacking in morality.

Now, let us have a look at the opinions of som#hefresearch participants in relation to the
role played by alcohol and drug abuse in perpetgdhe spread of HIV/AIDS and its related

primary and secondary stigma.

Alcohol and Drug Abuse

The role played by alcohol and drug abuse in tlodéifpration of HIV/AIDS and its related
primary and secondary stigma tallies with whatnighe literature review. Interviews with
research participants show that alcohol and drugelre common in White City and further
contribute to the proliferation of HIV/AIDS as pdegngage in irresponsible sexual behavior
when they are intoxicated. The following are thenmms of some research participants who
observed the negative consequences of these sobstan
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A lot of these men and young women are unemployed they seem to have
unending reserves of money to buy alcohol and dewgh as ‘mandrax’ tablets,
cocaine and others. | had always thought that rai@img the drug habit is very
expensive but they have proven me wrong! Afterldnig alcohol and doing drugs
these young people sleep with each other and ‘&agt other as if tomorrow will
never come’. How can we then get rid of HIV/AIDSi€Ws of Lehlohonolo WCJ
02).

However, alcohol abuse seems to be a syndromelpneveot only amongst the young but

even amongst parents themselves as one reseaticippat Pontsho observed:

Hey, it has a really negative impact — you see nwnyy students are raised on their
grandparents’ pensions, especially the grandmothenould seem like many of their
parents have since given up on finding employmiy just loiter around looking
for places selling cheap African sorghum beer s they can buy some and get
drunk. It seems like they do not want to drink tisehaes into a stupor to avoid facing
life’'s challenges and realities. Nevertheless, wisatmportant is that adultery is
committed by those who after having a drink sleepuad and some elderly women
even sleep with any man who would buy them alc¢iaws of Pontsho WCJ 04
CM).

Therefore, the above statement further illustrateg alcohol and drugs affect decision
making because an intoxicated person cannot tHadlg and this results in some form of
irresponsible behavior such as engaging in an ansakual act with a younger person

without using a condom or any form of contraception

Most-at-risk populations (MARPS) are defined assthpopulations that are found to have a
higher than average HIV prevalence when compardaetgeneral population.
According to UNAIDS (2006):

MARPs engage in behaviours that put them at higls&rfor HIV infection. At-risk
populations are among the most marginalized and tik@dy to be stigmatized. In
addition, resources and national HIV-prevention gaigns are not necessarily geared
to their specific HIV prevention, treatment and ecameeds. In the generalized
epidemics of southern African the definition of MRRis not clear cut, as higher than
average prevalence may apply to large populatiodssab-populations. While some
of these populations are not necessarily stignmétize marginalized to the same
extent as those subgroups falling into the intéonat definition, it remains true that
their risks are higher.

On the other hand since the men or rather the yoneig of White City, pay the bills for
these alcoholic beverages and drugs as well aseshmgyvthe young ladies with gifts, in
return the young men have more say in terms ofidegiwhether to use a condom or not in a

sexual liaison. Consequently, such reckless behalso places the young men and women
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of White City into the category of most at-risk p&oin terms of acquiring HIV/AIDS with
its aftermath of primary and secondary stigma. Téia very unfortunate situation because
substance abuse followed by ‘flesh-on-flesh sex'ttasy call it carries a higher risk of
HIV/AIDS infection more especially in consideratioof the fact that many of these
youngsters and of course some adults are engagedliiple concurrent sexual partnerships.
(Walker et al. (2004:71) explain that: “The salédeer also offered opportunities for sexual

liaisons”.

This is often ‘risky behaviour’ underpinned by tsantional sex with multiple-sexual partners
and thus creating good conditions for the proltieraof HIV/AIDS.

Ankrah, (1991:971) further explains that:

....... Women become more vulnerable to HIV/AID$dese of their inferior position
in society as compared to their men folk.

Young women are said to also engage in this solebfaviour and consequently many of
them have to later contend with unwanted pregnane® well as being infected with
HIV/AIDS as a result of alcohol and drug abuse.tha event of HIV/AIDS infection these
young women are be tainted with the primary stigrhbeing infected as a result of their bad
behavior and thereby setting a bad example fouthand coming girls and younger women.
Consequently, their families suffer secondary stigam a result of being perceived as morally
lacking by bringing up such an ‘immoral’ daughter.

Crime and Gangsterism

To help sustain an easy carefree life underpinryethd consumption of alcohol and drugs in
a fun-filled environment where a number of sexuaftpers to choose from are easily
available, many young men resort to criminal atiégito secure money and gangsterism as a
survival strategy in a hostile neighbourhood. Criamel Gangsterism are themes that also
featured very strongly during in-depth interviews seem to concur with the available
literature linking HIV/AIDS proliferation to poveyt unemployment, multiple concurrent
sexual partnerships as well as crime and gangsteflibe following are some of the views
expressed by some respondents in terms of soma sotivities the young people engage in

after acquiring money from their criminal activgie
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Not to be outdone by the elderly men, the youngen npopularly known as
‘amagents’ or the ‘clevers’, joined criminal garegst for protection and to make a
living and usually entice the younger women witloilgpof their crime like stolen
cellular phones, buying them beautiful fashion-lablethes, as well as riding in
beautiful stolen cars and hopping from one taver@artother in pursuit of having a
nice time. These young men are often not loyalne sexual partner but maintain
many sexual relationships with these young ladies$ @ a result become popular
with their peers whose approval makes them feeligprabout themselves and thus
strive even more to maintain this ‘playboy’ imaygefvs of Sporo WCJ 01 CM).

Sporo’s views are supported by the views of Pontgho articulates that:

As a result many of my students do not finish Ssadd’en and the boys are quick to
turn into crime and gangsterism — stealing motdiales, cloning them to sell to their
buyers and normally these boys, commonly knowraasagents’ do not just steal or
hijack somebody else’s car but do so in responsedjeecific request from a ‘client’.
After getting money from the sale of these vehithesy buy themselves nice clothes,
cellular phones and other fashionable items. Theytaytaverns and shebeens in
beautiful German made vehicles, the favourites bictv are Volkswagen Golf and
BMW which are mostly clones of legally registeredtscdamaged beyond repair as a
result of road accidents — with the help of corrtraffic and vehicle registration
officials who receive their bribes. At these taneeand shebeens they relax, flaunt
their newly found wealth and have a nice time witle young ladies (Views of
Pontsho WCJ 04 CM).

Now the term ‘amagents’ is the shortened versiothef English word ‘gentlemen’ and is
used interchangeably with the name ‘clever’ to dfe a streetwise township guy who
normally survives on the proceeds of crime. Mogheke guys have never been employed in
their lives and even if they were, it was for aywshort period of time, prior to resorting to
criminal activities as a means of making plentynainey quickly.

Therefore, crime, gangsterism and poverty are taeessof the same coin as people strive to
make a living out of the proceeds acquired illegallhe sudden availability of money
acquired through criminal activities makes thesengpmen feel like enticing and conquering
any desperate woman willing to dance to their t@ven if it means practicing unprotected
sex commonly known as ‘Dry Sex’. Crime and gangsterthemselves are socially
inappropriate stigmatized behaviours and theredorenfected criminal gangster will suffer a
multiple stigmas and unfortunately his family wiibt be spared the resultant secondary

stigma because it will also be viewed as a motattking family.

73



Dry Sex - (Flesh-on-Flesh)

Dry Sex or Flesh-on-Flesh is a phenomenon thabblas identified by many researchers and
authors on HIV/AIDS for its role in helping to spck the HI virus from one person to
another. This phenomenon came also out stronglynglun-depth interviews and concurs
with the literature review as many men are reluctanuse a condom especially when
engaging in a sexual act with their wives or trdgpartners. In Southern Africa what many
men have in common is the fact that they seem jmydmving sex with a woman whose
vagina is tight and dry because maximum frictionsexual encounter creates a more

pleasurable experience for the man.
The following views expressed by two research pigidints Maria and Tatibi capture it all.
Maria said that:

The girls normally leech on these boys who seemimadivays have vast sums of
money with them wherever they go be it at our Idealerns, shopping malls and
everywhere. Poverty tempts these girls to sometiexehange sex for money and
other gifts. Ah! These girls have learnt to becosharks and any man, you (the
researcher) included can fall prey to their snasgmrdless of their age (Views of
Maria WCJ 09 CM).

Tatibi said that:

The rate of poverty and unemployment is very higretand that | can confidently tell
you that a lot of girls around here are HIV/AIDSsjive because they engage in
unprotected sex with multiple partners in exchafggemoney, food and gifts. They
even insert love potions inside the vagina to mefke them more sexually attractive
and satisfying (Views of Tatibi WCJ 13 CM).

However, further probing revealed that in many anses condom usage is deliberately
ignored during sex because the woman wants theidraal love potion to rub off against the
skin of the man so that it enters his body and mdien have ‘eyes only for her’. This is a
dangerous practice considering that some of these are married men. On the other hand
the unmarried younger men maintain a string of ipleltconcurrent sexual partnerships
whereby they buy the services of commercial sexkergrand also engage in transactional
sex with local women who may transmit HIV/AIDS teet. In turn both these men and
women risk infecting their wives and partners whaey return to their homes more

especially because the element of ‘trust’ andhfainess’ is said to carry more weight when
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sex is engaged in without a condom, as they sagtfbn flesh’. The chances of transmission
become high considering the abrasions, laceratiegsns, cuts and so on caused by the
elongation of the labia minora as well as the corathieffect of corrosive substances being
inserted regularly into the vagina.

Qualifying the above assertions, Scorgie (2009:) 28@s Berksinska et al. (1999: 179) as
stating that:

In the context of HIV prevention, there are furtmamifications: ‘dry sex practices
may be in direct contradiction to HIV prevention seages, which may include the
use of lubricated male or female condoms, lubrgartd microbicidal creams or
gels'.

Many African men also prefer a woman whose labiaara are elongated as the following
statement by Rungana, Pitts and McMaster (19927)1@3 a study of 30 men interviewed in

Zimbabwe, qualifies the research findings:
...they specified a contracted, warm vagina as aal@si sexual characteristic.

This makes one observe how a woman and the vagmaraditionally and culturally
symbolically conceived as the source of life, weaftleasure, wellness and good health.
Many African women are engaged in vaginal practiwbereby they use love potions and
other substances to keep their vaginas tight apdaras that male their sexual partners can
view them favourably and want to have sex with thore often. The frequent the sexual
encounter the more the money and gifts they redaivéhat one can refer to as the ‘political

economy of sex’ as a means of survival.

However, it is noteworthy to mention that some aesle respondents mentioned that some
women in White City use pure cold water to wash &etp tighten their vaginas, others
reported using ‘Vicks vapour rub’ ointment as awusxstimulant when coming into contact
with the skin and also due to its likeable aroma.te other hand some women reported
using acidic substances such as lemon juice to seeually transmitted infections (STIS)
with the hope that the acidity will overpower arndig eliminate the sexually transmitted
bacteria. On the other hand some women are repmrtedert a mixture of love potions with
salt and sugar added to tighten up their vaginéhk, sugar meant to increase the sweetness of
the woman during sexual contact, whilst otherssaid to insert snuff and brown wrapping
paper to help ‘dry’ up their vaginas so that thes/ ot too wet or watery and thus make a lot
of noise to the irritation of their male partnersonmay not come back to them for more sex
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in future. In the end when somebody has acquired/AIDS, the resultant stigma goes
beyond them and affects their closets assocideddmily and friends, who end up suffering
secondary stigma because the sexual manner ofrtisgien of the disease coupled with their
proximity to the infected person renders them wadhke to being also judged as morally

lacking.

Lack of Good Nutrition

In the literature of health and HIV/AIDS a balancedtritious diet is very important in
maintaining the good health of the infected perbenause it helps to prop up his or her
compromised immune system. Therefore, it is algmoitant to note that under impoverished
socio-economic conditions where sexual promiscagya survival strategy co-exists with
alcohol and drug abuse, it was not surprising sralier that no emphasis was placed on
good nutrition as an important practice towardscgloealth.

This theme on nutrition is in agreement with ther&ture review considering explanations by
the medical personnel on the important role plapgdgood nutrition in maintaining a
balanced immune system. The former South Africamidtier of Health, Dr Manto
Tshabalala-Msimang recognized this fact and hernee encouraged infected people to
constantly eat certain kinds of food such as gnesgetables, beetroot, garlic, lemon and
other such nutritious foods.

In the interviews conducted four of the researatiggpants highlighted the problem of

nutrition and the first one is Mamokete who had toi say:

The impact is very negative indeed as HIV/AIDS tetiapatients get very neglected
by their own families who feel that in the midsttbkir poverty they now have to
redirect their meager resources towards the catieeafill member. Whenever | hear
about cases like that | usually refer them to doe@rkers who after assessing the
situation end up organizing either regular foodcpls for the family or an alternative
accommodation at a hospice or at a place of sdtatythe ill person (Views of
Mamokete WCJ05 CM).

The second participant, Sekhothu was also even elaberate and had this to say:

As a result of malnutrition many infected people grematurely and on the other
hand the diversion of the meager family resourcesatre for their sick causes too
much tension and animosity within the family aseotfamily members feel that it is
unfair for them to carry the burden of someone witbnot listen to sound advice but
carried on leading a reckless lifestyle (Views ek&othu WCJ 06 CM).

Participant number three, Tshepe was also veryl\amhexplicit and said that:
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Poverty and ill-health are two sides of the sama because where there is poverty
there is a whole range of socio-economic problemet $nalnutrition, disease, crime,
prostitution and other social ills. Look, let me ldent, when people are hungry they
are preoccupied with their hunger and think lessaofjuiring diseases such as
HIV/AIDS. Therefore, a lot of young girls offer mesgxual pleasure in exchange for
money and other desirables and eventually this &fnchrelessness is bound to create
health problems such as a higher infection ratseafially transmitted diseases such
as syphilis, gonorrhea and HIV/AIDS (Views of TseafpyCJ 07 CM).

Participant number four, Dayoff expressed his vigus way:

First of all HIV/AIDS is a disease that does ndetate malnutrition — one has to eat
but at the same time avoid junk foods and eat gvegetables, white meat and fish,
eat a lot of fruit, drink a lot of water as well a@® regular physical exercise.
Therefore, a lot of the unemployed poor people dibemjoy the luxury of choosing
what to eat or not, they eat what is available féered to them otherwise they will
starve to death. Therefore, considering the povartyund here and taking into
account that a lot of the young men and women rdected - | think many of the
infected do not have enough to eat let alone ediegecommended nutritious foods
(Views of Dayoff WCJ 08 CM).

Poverty and more especially intergenerational pgves a vicious cycle that serves to
preserve the status quo and to perpetuate so@gudaiities that help to exclude other

disadvantaged social groups and can be linked toattie political economy of the day.

Wrath of the Ancestors and God

The wrath of the ancestors and God is a theme dbafirms the literature review as it

strongly cropped up in the in-depth interviews actdd.

In African culture ancestors are there to guide prudect their descendants and in turn the
descendants must honour their ancestors by engagiggod behavior and by involving
them in their lives. An African person who does seek guidance and protection from the

ancestors is said to be invoking their anger.

Yes my man — this is Africa and if you do not stiokyour customs and traditions, the
ancestors will be angry with you and give you HIMIDS to sort you out as you are
no longer under their protection because you halapted foreign cultures — the
western culture. You now sleep around with ‘homen, women who need to be
cleansed and purified such as widows who have inghkd at least one year of
mourning, a woman who just committed an abortiomemnstruating woman and so
on and so forth (Views of Tacash WCJ 14 CM).
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On the other hand a closer inspection of the reasonGod’s ‘wrath’ provided by some
participants seems to be an indication that thestill a lot of ignorance, superstition, guilt,
shame and blaming going around the subject of HIW& Failure on the part of ancestors
to intercede with God on behalf of the infected affédcted, by bringing a miraculous cure,
when traditional rituals are performed puzzles maigican people who rely on their
ancestors for guidance and protection. Self-blanteslf-stigmatization seems to be a way
of justifying punishment in this perceived helplessl hopeless situation. South Africa is a
land of many religions but it is predominantly ariShan society to such an extent that
traditional African beliefs co-exist alongside tldnristian faith with its emphasis on the
sacredness of sex and its accompanying sexual itgoral'herefore, Peter Knox (2008)
appeals to the Christian ministry to be more taolerand understanding towards
accommodating other indigenous belief systems Birge to integrate some of the local
traditional beliefs such as ancestral worship i@ mainstream Christian theology to help
give Christianity an African flavor and context @8 to make it easier, more appealing, more

acceptable and sensible to the local African comtiasn

It is God’s way of talking — of punishing sin. Tlkeis too much promiscuity around
here even marriage is no longer a sacred instituli® people just sleep around
anyhow without boundaries anymore. In the oldersd#your forefathers (ancestors)
| hear that a married person would never sleep antinmarried person, especially a
teenager as people do nowadays. Today men sleefatrat illegitimate children
with girls fit to be their daughters — in a worstse scenario they commit incest with
their daughters or alternatively impregnate theinaaughters’ friend/s. What do you
call that Heh? Has the devil broken loose and isnb& running amok? Yes
HIV/AIDS is truly punishment from the Almighty formankind’s depraved
morality...and what other better way to infiltrateethuman body of a sinner and
destroy it than through ‘sex’- yes sex because lgeage being killed by what they
love to do most - sex, sex, sex ...all the time. M84/AIDS is blood borne and there
are a lot of dormant viruses living in our bodilyifls that are just waiting to pounce
on us as soon as we stray from righteous ways @/@hiratibi WCJ 13 CM).

On the other hand Lehlohonolo had this to say:

HIV/AIDS is caused by ‘adultery’ — too much chedgtiffeople sleep around a lot and
| think God uses sex to punish people who commibsgisleeping around. Man, there
is too much sin around here and people get kibedséx just because the other man
desires to have sex with your wife or girlfriencethyou will get killed. History
repeats itself because even though | am not thatadeld but | remember the story of
the man called Uriah in the bible — this man hagry beautiful wife and King David
was desirous of the wife, then he made a plot with of his army generals to put
Uriah in the frontline on the battlefield so tha&t tould get killed and therefore create
a chance for King David to have sex with his wifehout worrying about being
discovered by the husband. My man this place stinkas we talk right now
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schoolgirls and everyone are fucking, fucking, fagkas if there is no tomorrow. |
would equate these girls to prostitutes because 4bk their bodies in exchange for
money, food, clothes, cellular phones, alcohol dnes and other material things
(Views of Lehlohonolo WCJ 02 CM).

Peter Knox on the other hand looks at the multteteesponse to HIV/AIDS by both the
infected and the afflicted. His approach is that Adfican people who use traditional
medicines to help limit the damage inflicted by theis and yet on a spiritual level undergo
rituals of reconciliation and social healing hopthgt in the event of their death they will be
reunited with their ancestors and therefore, geteseense of comfort. Knox (2008: 25) goes

on to explain that:

Through a better understanding of the ancestoy Chitistian ministers could perform
a more person-sensitive and culturally-adaptedbcat®n of the sacraments of
reconciliation and of the sick. These sacramentalshminister to an individual's
wellbeing of soul in relation to God, but also ke tperson as inseparably part of his
or her society.

Thus, the confluence of the practice of ancestaship and Christianity makes one sensitive
to the fact that health promotion messages mudebgned in a manner that will also appeal

to vast African audiences who still cling to theudtural beliefs and practices.

Witchcratft (isidliso)

Witchcraft is a theme that strongly emerged from ithhdepth interviews and reaffirms what
is written in the literature review. The reasonsldewitching someone are many and diverse
but in many cases witchcraft in the communitieseligited by jealousy, fighting over
property or over some inheritance of some sortwi8ing someone is usually viewed as an
act of treachery and vengeful cowardice becauselifext of witchcraft might be physically,
intellectually, financially, socially and politidgl too strong to challenge. In terms of
witchcraft, infected individuals and their familissiffer primary and secondary stigma not
because people do not sympathize with them, nmause they were involved in any kind of
socially unacceptable behaviour but because petpleot want their ‘bad luck’ to rub on
them.

Ironically, it is interesting to note that witchéirés cited by a number of respondents as the
source of their beloved’s HIV/AIDS affliction anceihce the consequent secondary stigma.
Firstly, it is important to understand this dichotp in terms of the indigenous African

cultures. In African culture a bewitched personsgetiot of sympathies and understanding
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from the community. Secondly, a bewitched persomsdoot have to bear personal
responsibility for his or her actions as witchcraftviewed as being beyond one’s control.
Thirdly, families prefer to explain the infecteddimidual’s condition in terms of bewitchment
because this makes it easier for them to defleetsibcial stigma associated with sexual
promiscuity and HIV/AIDS.

Now let us see what some of the respondents haadyt@about witchcraft as the cause of
HIV/AIDS.

Now this man just becomes ill and dies like thatvlag me sick with a 16 month old
baby girl — now apparently the mother-to-child sarission occurred at birth and the
child is now receiving treatment together with theother. You see upon my
husband’s death my family started accusing me ofinigakilled their child by
bewitching him. The allegation is that | spiked fued with ‘isidliso or sejeso’ which
is black poison used by witches to kill someoneyv&@owly and without any hard
evidence before the law. So this man dies and leaitted from my marital home
without considering the fact that | am looking afteir baby — | could not just fight
back even legally because | just did not have thmisa to do so but the most scary
part is that | was threatened by the husband’slfathat should | dare lay a charge
with the police, then they are going to hire pedpl&ill me (Views of Tatibi WCJ 13
CM).
On the other hand Ashforth (2004) states that HIW@ has little resemblance to more
“familiar” types of STD’s. Symptoms of HIV/AIDS makit different from other common
STI's and Ashforth (ibid) goes on to say that ttiatial healers have long interpreted the
three main manifestations of AIDS in Africa as dmaea, tuberculosis, and wasting away
and thus these symptoms are congruent to the symspgahibited by a person bewitched by
means of ‘isidliso’. In terms of witchcraft, ‘isidb’ or ‘black poison’ can be poured into
someone’s drink or food and unknown to the victirayt consume the drink or eat the food
and thus become bewitched. Alternatively ‘isidliszain be sent by evil witches through
magic to be eaten by someone in his or her sledmat\i$ also interesting is that although
HIV/AIDS is incurable, many traditional healers wigsidliso as curable. Ashforth (2004:

148) points out that:

A survey of South African healers generated a distcommon isidliso- related
symptoms, including weight loss, decreased appetiteghing, vomiting (sometimes
blood), and irregular heartbeat — many of which lbammssociated with AIDS.

Therefore, this is in line with the theoreticalfrawork on witchcraft as a perceived source of
HIV/AIDS and its related stigma.
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Ashforth also highlights HIV/AIDS related witchctafssertions as a manifestation of a
traditional system that is undergoing change anthe process a vacuum is filled in by
feelings of anxiety, uncertainty and spiritual ioseaty, in seeking an explanation for the
affliction. Ashforth (1998, 2000) argues that:

...the repertoire of available interpretations forsfoitunes such as AIDS includes
concepts of witchcraft and understandings of ifesiagency that are substantially
different from those of western biomedicine. Thiashmajor cultural and political
implications. The extent of stigma, denial andyibkehaviour cannot by people aware
of the dangers of infection — be understood unkbgs dimensions of ‘spiritual
insecurity’ in everyday life are comprehended.

The question of witchcraft creates a paradox in sbme people in society sympathize with
the HIV/AIDS afflicted individual and his or herrfaly and yet at the same time they avoid
them. As stated earlier on the reason for the amd is that they do not want the ‘bad luck’
from that family to ‘rub’ on them as well. As a wvdtsthis avoidance isolates the entire family
from the mainstream society and consequently thesdance comes out as some form of

social stigma because the family now has a negatani or label attached to it.

You see this disease is blood borne and | alwaydagxthat to my patients even
though some of them insist that they were bewitch#aen | explain to them that if it
is about bewitchment then there is little elser da to help except maybe to write a
reference letter to a Sangoma or Faith Healer exptathat | have examined the
patient but based on their and allegations | recemunthat the healer offer their
services because that would be in line with higiing and not my training (Views of
Masia WCJ 12 CM).

Yet Dayoff expressed himself this way:

| believe most people do believe that HIV/AIDSransmitted through the blood but a
few other people believe that it can be transmitigdvitches through casting their
spells upon you. | mean nowadays witches are knowrause someone who crosses
their path to develop a stroke and they do thatrdmyote control’(casting a spell) —
therefore some people argue that witches can s&HDS to infiltrate your blood
by casting a spell upon you. | am not saying | supthat argument as | am merely
highlighting what other people believe around teerd this implies that as it is in our
African culture — therefore the services of a Samgaor traditional healer can be
enlisted to try to get rid of this spell. Now aBlck man you know as | do that
certain rituals have to be performed including mgkor guidance and protection from
one’s ancestors against these witches and HIV/AND8&w~s of Dayoff WCJ 08 CM).

Still another participant, Elisabetha expressedvieaws this way:

Many in White City here simply employ the deniaffetese mechanism and blame
witchcraft for dissipating the health of their lavene — eg, they blame ‘isidliso’
which is known as black poison that is sent by iogsthe ‘bad medicine’ on
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someone’s food unknown to him or her. That is wlane is then apportioned to the
boyfriend or girlfriend because they are people \ah® close enough to be near the
infected’s food aside from his or her family (VieasElisabetha WCJ 15 CM).

Symptoms such as wasting away, diarrhoea and tulbsis as exhibited by many
HIV/AIDS positive people correspond very well toetlraditional knowledge and beliefs
centred on someone who has been bewitched. Tsostigs in very well with the South
African literature on HIV/AIDS especially as notbd Ashforth (2004).

Therefore, there is harmony in terms of factualoaots noted during fieldwork and

observations cited in the theoretical framework ktedature review chapter.

4.3 MODE OF HIV/AIDS TRANSMISSION AND SECONDARY
STIGMA IN WHITE CITY

The reasons for stigma vary and they also range fmalicious comments elicited by
jealousy because the afflicted and his or her sdteéamily enjoy a better social status and
success, to issues pertaining to ignorance of (RéADS disease, entrenched traditional
beliefs as well as to simple issues concerningestgping and apportioning blame to the

‘others’.
Sexual Promiscuity

Sexual promiscuity is a theme that strongly emem@ihg interviews with many research
participants. The views of the participants aragneement with the literature review because
sexual promiscuity is said to be a social and ialig taboo and those who engage in it are
viewed with disdain by society. Promiscuity elicissues of morality and those found
wanting are viewed as a threat to social stabbi#gause so many vital social institutions,
such as marriage and the family, can easily fadiraif this aspect of human sexuality is not

sternly regulated.

In the context of this study and in harmony witke tfheoretical framework and literature
review secondary stigma comes as a result of smuople in society who view HIV/AIDS
as a disease visited upon the sexually promiscpeaple and other people of lower morality

such as sex workers, homosexuals, drug addictpaibreand so on. Therefore, when infected
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this category of people would further suffer whatfi@ian (1963) would classify as double or

compound stigma.
The following are the views expressed by Dayofiry fieldwork:

In short HIV/AIDS is caused by infidelity — you firthat | have several partners and
those partners each has several other partneras 8@ sleep around and our blood
and bodily fluids intermingle we find ourselves arog this HIV/AIDS disease.
This disease is blood borne and comes about naubeaf punishment from God or
the ancestors but as a result of people’s prontisasithey engage in multiple partner
sexual relationships. On the other hand | hear @hat can be infected by touching
contaminated blood — as to how | do not know kihirlk maybe if you happen to kiss
somebody and you have a sore or cut around yourthmiken transmission will
happen because if the blood comes into contact yatlr skin and you happen to
have a cut or a wound then that could possiblyrberdry point no matter how small
the cut or the wound. These people are rotten apple® come from bad families
(Views of Dayoff WCJ 08 CM).

Polygamy is the other cultural factor that somdipi@ants viewed as immoral behaviour that
helps to proliferate HIV/AIDS. One respondent, Miidglatsane put it this way:

Africans, especially the men, have to change sdintikeeir behaviour steeped in their
cultural practices that make them more vulnerablieet manipulated by other nations
bent on re-colonizing them. You see this culturepofygamy and men priding
themselves for being ‘real men’ by maintaining nuét sexual partner relationships,
has got to come to an end. Whatever the circumssarac man can never satisfy so
many women at the same time — most men find it défficult to satisfy only one
woman now what about satisfying 2, 3, 4, or 7 woraemore all at the same time?
There is also the issue of jealousy amongst the emomhich can spark off much
disloyalty as one of the wives can perceive thestiio be favourites at her expense
and thus vengefully engage in extra-marital sexaffairs. The Western governments
know that vulnerability of the African man’s culeuand thus may have developed
HIV/AIDS with that in mind knowing full well that ot sticking to one partner will
help in quickly spreading this HIV/AIDS disease éWis of Mphatlalatsane WCJ
11CM).

The misplaced allegation of promiscuous and irrasfime behaviour coupled with the
contamination or pollution of the blood is not omgstricted to the infected individual. Close
associates like family members, friends, colleagspeuses, care-givers and the significant
others are also suspect of immoral promiscuousvi@imawnhich is defined by society as a
taboo. Therefore, they are even more suspectyf¢heose to be compassionate towards the
infected and their perceived collusion resultshient being victims of secondary stigma.

| think with HIV/AIDS it is the way people get it.....If you look at the history of the
disease | am being reminded of a television doctangh was watching the other day
— more especially because it is ‘World AIDS Dayday | also remember that initially
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people infected by the disease homosexuals, drdigtadsharing needles and people
having unprotected sex and so those are peoplereiit other in society — | mean
people who crossed the line and dabbled into sdalabos. It is associated with
promiscuous behavior and another negative factat #licits stigma is that
HIV/AIDS arouse fear in people as it is associateth death and therefore people
become scared to enter or visit the home of thectefl person and as a result the
entire family suffers some form of rejection andlasion too (Views of Madile WCJ
03 CM).

Promiscuity is a theme that strongly comes outhef literature review and in particular,
Patient and Orr (2003) as cited in Deacon, SteplneyProsalendis (2005: 26), suggest that
a series of shared beliefs underlie much of thggretiagainst people living with HIV/AIDS
(PLHA's) in Southern Africa. These beliefs are aftenconscious and contradictory, but help
to justify and create discriminatory behaviour agaPLHA'’s. They are as follows:

(1) ‘If you have HIV you're going to die, | won’tnvest resources in you’
(AIDS=death).

(2) ‘HIV/AIDS is a punishment for sin’ (AIDS = Sex Sin).

(3) ‘We cannot change the way we do things’ — feareple, condoms challenge
cultural norms about procreation, and culture amdlition cannot be challenged
(AIDS = Condoms = Contraception = Cultural taboo).

Pollution

Pollution is a theme that also emerged during viegrs with participants and is without any
doubt in agreement with what is noted on that aspethe literature review and now to
further substantiate let us see how Tau ea Matshethe of the research participants,
explained this concept of pollution:

Pollution is a result of antagonizing God and oraisestors by sleeping around with
a menstruating woman, a widow still in mourningv@man who has just committed
an abortion and a woman who has just had sex witithar man. Such women are
said to be ‘hot’ and unclean as their blood is daide ‘dirty’ until they undergo
certain traditional cleansing rituals then they degerous as they will keep on
spreading these sexually transmitted infectiong thelude HIV/AIDS, syphilis,
herpes and gonorrhea. | do not want to associdte smich people nor anyone from
their households for fear of letting their bad luakb on me (Views of Tau ea
Matshekha - WCJ 10 CM).

Firstly, the fact that many Africans still cling their cultural norms, values and beliefs
makes it important for social scientists to underdtthe African medical perspective of the
aetiology of HIV/AIDS. Some 70% to 80% of the gealeAfrican population still consult

traditional healers for their medical, social, elmoél and psychological problems. Secondly,
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the fact that many African women in sub-SaharancAfstill engage in the cultural belief of
vaginal practices makes it even more important nideustand the implications of these

vaginal practices on the prevention, testing aedttment of HIV/AIDS.

Therefore, as a starting point one has to undedsthat the African perspective on the
aetiology of HIV/AIDS differs from the Western bi@dical idea of the ‘germ theory’ that
explains that people get sick because of the gamdsviruses that get into their bodies from
the outside environment. In the African perspecthve transmission and symptomology of
HIV/AIDS is centred on their cultural beliefs of lpgion, ancestor intervention and sorcery
which are deeply rooted beliefs in these sociatespite the extensive AIDS awareness and

education campaigns in many parts of Southern &fric

For instance, “a fairly common belief about thegoriof AIDS is the concept of
pollution, which Green defines as ‘a belief thabple will become ill as a result of
contact with, or contamination by, a substance sgemece considered dangerous
because it is unclean or impure’.” (Green, 1999: 13

Green (ibid) further states that there are threenmeaurces of pollution as understood by
Africans and they are:

...female reproductive fluids, death and contact \sttangers.

Amongst the list of pollutants are homicide, bidleath and sexual intercourse with someone
in a state of pollution especially if one commitsexual act with someone still in mourning
for a spouse, a relative or an abortion. Polluisoassociated with a person being in a twilight
state between life and death as a result of beirgpntact with something that is impure or
unclean.

According to (Walker, Reid and Cornell, 2004: 98:9

In one survey traditional healers attributed Al@Satfailure to obey post-partum or
mortuary taboos; “dirt”; or “dirty blood” is a fdy common element in explanations
of AIDS and other STD'’s. If a person’s sexual parthas “dirty blood,” it is believed
that infection can occur.

According to Green (1999:163) “dirt” is identifieaks a code word for pollution, and states

that it carries connotations with moral wrongdoarghe violation of taboos.

Seeing that traditional healers are said to outrarniiiomedical doctors, it makes
sense to empower traditional healers to be abpetform their duties in conjunction
with biomedical professionals, as in any case thelinical burden of AIDS in
Subsaharan Africa is handled by traditional heal@vklls, Curtis, Dugald and lzzy
(2005a; 465).

Call it a myth or anything but the reality is tmaany ordinary African people still believe
that:
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...AIDS may also result from contact with the clotipirurine, or other polluting
substances of an infected person (Lidell, BarrdtBydawell, 2005: 693).

Pollution is an act of ‘victim blaming’ because alge responsibility is placed on the
decisions and actions of an infected person. af mfected with HIV/AIDS may be blamed
for having slept with a widow in mourning. AcquignSTD’s may also be viewed as
punishment for stealing from neighbours, neglectings ancestors or for misbehaving. This
is an interesting intersection point between tradél medicine and biomedicine in the fact
that ‘behaviour’ is an underlying factor in termsaxquiring HIV/AIDS or other sexually
transmitted diseases, whether that behaviour wamigh sexual contact with another or
through neglecting ones ancestors, ignoring sadalaos, or any other kind of unsanctioned

behaviour.

Contamination

Contamination is also a theme that emerged dunmgniiews with participants and it

corroborates the literature reviewed because asgugy demonstrated in chapter 2 people
who are HIV/AIDS positive as well as their assoesasire viewed unfavourably by society as
people who are daring enough to have crossed ttiallyoset line that bars people from

committing taboos. In this instance the religiomsl @ultural values of a society are called
into question and whosoever is found to have difitet moral code is ostracized by society
and viewed as a dangerous threat. The African wéwersonhood is that an individual is

part of the whole and in this case the whole isfemily and other close associates and
therefore if an individual has a spoiled or tarehdentity, then the entire family members
constituting the whole also suffer a spoiled idgntihat negatively defines them as a danger

to society by virtue of having one of their ownaaofed by HIV/AIDS.

In a study done in Lesotho by Germond and Mola@®§2 30) elaborate on the Basotho
concept of life (bophelo) and the chain of humdatienships and identity this way:

Plants have bophelo, animals have bophelo, and mumags have bophelo, the
earth has bophelo. At a more complex level boplgefall human life in its complex
expressions and social relationships. Here bopisetocial. Thus a family can have
bophelo. So can a village or a nation. In this eéyaphelo refers to the quality of life,
the total wellbeing of society in all its elemerasd relationships. In Sesotho, a
village, a person or a family who lacks bopheld, ingahe absolute of being dead, but
in this social sense, has an impaired existenceir Wellbeing is compromised. They
are in a state of dis-ease.
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It is three years now that we have been livinghis house with my wife’s nephew
who was rejected by her parents and siblings — atko stay in another section of
White City - for fear of being a health risk to theand embarrassing them by
acquiring this strange illness without a cure (\8ev¥ Tshepe WCJ 07 CM).

Tau ea Matshekha put it this way:

For instance one of my clients who lives in WhitikyQvas last week insulted by an
elderly woman next door neighbour who called hstua who is HIV/AIDS infected
and is a danger to their men and society. She hasvas walking back to her home
from the nearby shops and as she went past thisawsrhouse she started insulting
her from inside her own yard (Views of Tau ea Maldta WCJ 10 CM).

And yet Tacash expressed his views this way:

Yes there is stigma and | believe it has to beetheecause how then do you
knowingly touch someone that you know can infecti ya any time. | mean be
reasonable ‘Jack’- this is not isolation or punisiminbut the reality is that this person
is infected and then you have to gamble with ydferdnd pretend that they are not
infected! Talk about consequences these are treegoences of their unprotected sex
— although | have much pity for people who acqthie disease because they are rape
victims or unfortunate recipients of contaminatéabd you know the story ‘Jack’ — |
mean people who did not carelessly sleep aroundabaidentally acquired this
disease (Views of Tacash WCJ 14 CM).

Therefore, these opinions as expressed by therobsparticipants are in harmony with the

theoretical framework on stigma as stated earheboythe following academics:

The concept of “unclean” and “impure” relate to ient taboos of danger beliefs that
are relevant on a physical level but that also sylioélly express the moral values of
the of the culture (Madru 2003: 42).

Douglas (1966: 3) goes on to explain further:

At this level the laws of nature are dragged isaaction the moral code: this kind of
disease is caused by adultery, that by incest.

These citations by Madru (2003) and Douglas (196Gher support the fact that HIV/AIDS
infected people as well as their close associatesegarded as being a dangerous threat to
society and therefore need to be sanctioned. EBhathy in most cases these infected and

affected people are rejected and isolated by societ

Imminent danger and the fear of death

This theme is also in agreement with the literatergew as the fear of the unknown makes

people to fear death especially if the processyofglis a slow and excruciating process that
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sparks off humiliation as a result of gossips anfiliendly attitudes as people see the infected
person wasting away and becoming a shadow of thmefoself. This wasting away as a
result of sickness is often the source of seconsiggyna that also rubs on the family, friends,

fiancée, caregivers, and others closely associitbdhe infected person.
Let us now look at the views of Mantsopa as exgegs the interview:

It is associated with promiscuous behavior and lerohegative factor that elicits stigma is

that HIV/AIDS arouses fear in people as it is asgged with death and therefore people

become scared to enter or visit the home of thectefl person and as a result the entire
family suffers some form of rejection and isolattoo (Views of Mantsopa WCJ 03 CM).

The following are the views of Masia:

There is also re-infection in the case whereby pe&son sleeps with someone else
who already is infected and the combination oftthe strains of the virus produces a
much stronger and deadlier virus that normally dpegp the process to full-blown
AIDS and then eventually death (Views of Masia WIQICM).

Gay men, African immigrants, Blacks, Sex workerd Bmug users, who are often referred to
as ‘most at-risk populations’ (MARPs) are blamed d&nus stigmatized through a lengthy
process of association linking promiscuity, povegybstance abuse, crime, the fear of the
unknown and death among other things. This makaspérative to note that these people
seldom suffer in isolation but their loved ones atube associates are touched by secondary

stigma by virtue of their proximity to them.

Data collected from the fieldwork is in line withed literature review and the theoretical

framework as qualified by the views of Parker argtji&ton (2003: 16) who explain that:

....... stigma and social inequality are intertwinedlesy co-exist in the same
environment.

Drawing on the concepts of vulnerability and sodapital to understand the relationship
between health and social inequalities better, ésiland Walker (2002:1097) point out the
historically marginal position of Black women ineteconomy and explain that more young
African women aged 25 years and more are less tmticas compared to their male

counterparts.
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Poverty and unemployment are a seed bed for dissas@ther social problems and when
paired with secondary stigma and primary stigma cagate a very negative social

environment bordering on the daily violation of hamrights.

Isak Niehaus (2007) on the other hand, in his rekedone in the rural community of
Bushbuckridge, in Mpumalanga province, raises tbacern about HIV/AIDS infected
people dying a social death before their actualsplay death. This comes as a result of
stigma which translates into the isolation of theignt by some close family members,
friends and the family at large. These close aasegiof the infected are themselves scared of
death as result of the fear of the unknown andetbes tend to avoid contact with one of
their own who is in the process of dying a slowtbe@he preoccupation with death disrupts
interpersonal relationships and leaves the infepegrdon without a solid support system for
later on when HIV turns into full-blown AIDS. Irhat full-blown condition, they become
vulnerable as their immune systems are very wegiktezing a CD4 count below 200. They
lose physical strength, tire easily, lose weiglpidly, develop acute diarrhea and sometimes
lose the use of their legs and thus become imnzebilas they have to rely on other people to
provide them with their most basic needs like f@odl water, as well as to clean them up
whenever they have soiled themselves. Their unfade physical condition subjects their

families and close associates to secondary stigma.

4.4 SECONDARY STIGMA IN WHITE CITY

HIV/AIDS related secondary stigma is the main otiyecof this study and the fieldwork data
collected is in agreement with the literature rewvi@bout the existence of such a
phenomenon. Therefore let us have a look at how/AIDS related secondary stigma

manifests itself in White City.

In-depth interviews yielded evidence of the exiseenf secondary stigma in White City as

the following opinions expressed by Tshepe and satifmer research participants attest:

Normally the primary stigma is reserved for theeaied person but other people
associated with the infected person such as fafnignds and others also get a bitter
taste of that stigma as it happened with me andwifg for ‘harbouring’ her sick
nephew. Word soon spread around White City thaivese living with so and so who
had AIDS and therefore are also a health risk. M@agple, including my neighbours
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started avoiding us and calling us by offensive ean©ne day | secretly organized
with our ward councilor to coordinate a health edion campaign targeting mostly
my neighbourhood so that the health promoters cgidd education and scientific

facts about the nature of the disease. This wag @brour community centre and
people were lured by the offer of free food, safhkis and the presence of some
celebrities who graced the occasion. After thasisesthings started becoming better
and some of my neighbours started talking to usna@ad confessing to having been
ignorant about the disease (Views of Tshepe WG3JNY.

And yet Maria, a 56 year old, lay health worker regsed her experience of secondary
stigma this way:

Oh yes there is - as you can understand my sisthifdren are now orphans and the
youngest sometimes gets insulted by other childreéhe playfield at our local school
and gets referred to as the ‘child from the AID&Mnily. Where did these little ones
get this information? The 19 year old boy had artshved affair with a girl two
streets away- the girl's parents, especially theher asked ‘my boy’ to stay away
from her daughter if he does not want to find hilingeserious trouble — | mean she
emphasized that her daughter is not about to bengdDS by someone who might
already be infected due to the fact that he livéth WIDS at his home — i.e. that was
a reference to the boy’s deceased parents (Viewtadaa WCJ 09 CM).

The views and opinions of the research participaresviewed seem to be in harmony with
the theoretical framework and the literature reviasvdiscussed in chapter 2. Seemingly,
secondary stigma is universal because in the titexareview section, it is mostly the

experiences of people suffering secondary stigmienUnited States of America, that are
explored and yet their experiences bear a verylaimesemblance to those of people in
White City.

The saddest case of all was expressed by Masiagdicah doctor, who explained the

prevalence of HIV/AIDS stigma in White City this wa

Yes there is stigma — for instance when many peloptey their patients who are too
weak to walk from home to my surgery, they justralmn them in the queues and
hastily leave the premises lest they be seen im toepany for fear of also being

stigmatized by association. However, they normaligne my receptionist assistant to
find out if the infected has finished with his oerhconsultation with the doctor.

Completion of the consultation process then melaaisthe escort can come to pick up
the patient and quickly whisk them away before mpegple who may happen to

know them can see them (Views of Masia WCJ 12 CM).

In explaining secondary stigma against family memsb# people living with HIV/AIDS,
Borgat et al. (2007: 250) explained earlier in litexature review section that a few children
reported losing friends due to their parent’s Hitdtgs, usually because friends’ parents
prohibited the friendship.
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Irrational fears of contagion and avoidance of ptimdected and affected people are a
reflection of factual ignorance around the disediseould seem that the initial feelings of

shame, guilt, low self-esteem and self hatred chaafier receiving information and

counseling about HIV/AIDS and its routes of transsion.

Secondary stigma can also be viewed as a reflectiariack of knowledge, on the part of the
perpetrators because in many cases, one reali@ethtise that perpetuate the stigmatization
of the others do not themselves know their own NS sero-status. Now the irony is that
with the passage of time when they discover thay #re also infected they get a ‘shock of
their lives’ and start being hard on themselveshiaving looked down upon others in their
hour of need. This also shows a vicious cycle ofim blaming taking on the format of self-
blaming accompanied by shame and guilt feelings #ra not a positive precondition
necessary for effecting successful emotional, maysispiritual and physical therapy.
Therefore, intensive counseling programmes areeateé&a be done by trained professionals
to help minimize the psycho-socio negative effeftsecondary stigma and other forms of

stigma.

4.5 CONSEQUENCES OF STIGMA

Consequences of stigma are a theme most dread®dry research participants. This theme
is also in agreement with the literature review aewblves mostly around felt or perceived
and enacted stigmas. Avoidance, rejection, isolaBod so on are examples of felt or
perceived stigma which very subjective in naturdt aslates mostly to the infected persons,
their families and other their associates who uguaithdraw from social activities on
suspicion that other people are looking down ugwent, gossiping about them, accusing
them well as treating them badly for showing tle@mpassion and giving care to the infected
person. This kind of suspicion may be based osoreble grounds or it may just be the
result of feelings of guilt bordering on parandim the other hand physical violence against
the infected individuals or people associated withm is an example of enacted stigma and it
IS objective in nature. An example at hand is #faGugu Dlamini who was murdered by
some of her community members, in the province wakulu Natal, after publicly disclosing

her sero-positive status within the context of W@kIDS Day.

Rejection and Isolation

Rejection and isolation is a theme in agreement waitd also highlighted very well in the

literature review. This theme was the first to egeevery strongly during interviews with
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participants. These two phenomena can manifestdblees in various ways that can either

be emotional, psychological and physical.

The data coming out of the fieldwork shows thaecgpn and isolation are a phenomenon
directed not only at HIV/AIDS infected people busaat their families, friends and other
close associates especially if they consistentlfprane and show compassion towards the
individual infected. This is secondary stigma asxtends well beyond the boundaries of an
individual and spills over affecting the familyjeénds and other people closely associated
with the infected person. The African view of persood and life is motivated by the
existential philosophy ofUbuntu’ in isiZulu and Botho’ in Sesotho and it views personhood
as an interlinkage of personal networks startinghwhe immediate family members,
reaching out to extended family members, friendsghbours, colleagues, close associates,
deceased ancestors, God, plants, animals and tine eatural cosmic world. A good life
means good health, which meaB®phelo’in Sesotho and the Sesotho concepBabhelo
implies harmony — the biological harmony experiehbg one’s good functioning physical
body, social harmony in terms of good relationshipth one’s family, friends, neighbours,
other close associates, the environment as wealesbundant material fortunes that God,
the ancestors and life bestow on a person. Thisidnay is said to emanate from within the
family (home) or Lelapa’ in Sesotho and a godcelapa generates healthy and functional
members valued by society. Therefore, in the AfricaltureLelapa(Family) plays a pivotal
role in the analysis of an individual and determit®w other members of society treat the
individual. Therefore good or bad residue emanatrogh behavioural conduct and other
matters affecting the individual affect every membgthat family. Nevertheless, it must be
indicated that all the 15 research respondentsvietged, agreed that they also felt rejected
and isolated as a result of associating or liviridh womeone who is infected by HIV/AIDS.

The following are some of their views, as expredsetivo participants, Sporo and Sekhothu:

My brother, let me tell you — people can be veryetbecause not only do they avoid
and isolate the infected person but they also aanid try to isolate other people
closely associated with the infected — eg. Familgmhbers, employed domestic
helpers, boyfriend, girlfriend and so on. | recendst a brother who succumbed to
HIV/AIDS. He was very popular amongst his maleride and beautiful women were
always chasing after him probably because he haaafriendly personality and the
fact that he was well dressed as he worked as affeba for a very rich White
businessman and therefore earned a decent saldrgoafd afford a better lifestyle.
He often funded weekend parties with friends butnhe tell you he died a very
broken man, being betrayed and isolated by alfritbeds he used to have a nice time
with, some never even came to his funeral. (VieiSporo WCJ 01 CM)
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Sporo’s views are also backed up by the views &h8tu who stated that:

Yes there is a lot of stigma around here — forans¢ some members of the family,
like in the case of one of my infected congregatiembers whose sister used a wet
towel to beat him up whenever he had soiled himgdthough he now had full
blown AIDS, very weak and had lost control of mokhis bodily functions, he was
constantly reminded by the sister that: ‘this ie tlesult of fucking around’ — in a
literal and figurative sense. The sister remindwal poor brother that when he was
employed he never sent money home for their upbeg¢mleserted them and went to
live in a flat in Hillorow and only comes back ndhat he is sick. The sister would
add now: now we are the laughing stock of neighbaund everybody! Nobody ever
wants to neither associate with us nor pay usiaaggin and it is all because of you.
Where are the ‘magoshas’ (prostitutes) of Hillorngow fucked around with (Views of
Sekhothu WCJ 06CM)?

It would seem that the concept of individualism andividual responsibility is a Western
concept and thus foreign to Africa. There is a Zptaverb that saysUmuntu Ngumuntu
Ngabantu which translated into the Sesotho languages m&8diesho ke Motho ka Batho

and equals the English idioms ‘You are because’ baoh‘No Man is an Island’.

Therefore, emanating from the interviews are mahgdes and levels of rejection and
isolation and one of those is xenophobia which enpmenon that thrives on ‘othering’ or

‘blaming’ foreigners for the ills experienced bg@mmunity or nation.

Xenophobia

Mphatlalatsane who is a Mozambican citizen butdiaed works in South Africa expressed
the fact that as foreigners they are doubly stiggedf given awful and derogatory names
such as ‘makwerekwere’ and viewed as carriers séatie including HIV/AIDS. He put

across his opinion this way:

| am renting a backyard room in White City Jaband &was also treated badly by
my neighbours for taking care of my Mozambicanrdevho was very sick due to his
weakened immune system as a result of being irddayeHIV/AIDS. | housed him
temporarily at my place to take care of him becadusdandlord had thrown him out
of the backyard room he rented into the streets Thiwhat the landlord said on
realising that my friend was sick: ‘I do not wanthave a ‘makwerekwere’ dying in
my yard, | do not want to have trouble with thehauities and my neighbours for
keeping a risk of an HIV/AIDS dying ‘makwerekwerdéét alone contracting
HIV/AIDS myself by sharing the same living spacehwsuch a sick foreigner (Views
of Mphatlalatsane WCJ 11 CM).
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Xenophobia is another shade of the rejection aakhtisn phenomenon that concurs with
evidence in the theoretical framework and thedi@re review as the following comments by
researchers validate the existence of this phenomsgiative to the discrimination, blaming
and ill-treatment of foreigners. Parker and Agghet®003: 16) observe that:

Ultimately, therefore, stigma is linked to the winids of social inequality and to
properly understand issues of stigmatization asdroination, whether in relation to
HIV and AIDS or any other issue, requires us tokhnore broadly about how some
individuals and groups come to be socially exclyded about the forces that create
and reinforce exclusion in different settings).

Furthermore, Herek [2002] in Deacon [2005: 15] eatializes Goffman’s definition of
stigma by attributing a social perspective wherabyndividual infected and affected by HIV

is viewed with suspicion and is therefore negagiwelued by society.

However, other researchers cite exclusion as etimof the political economy present in
the world today that perpetuates social inequalitieorder to maintain the status—quo tipped
in favour of the powerful social groups. Gay meifiigan immigrants, Blacks, sex workers
and drug users are blamed and thus stigmatizedghra dual association of promiscuity and

poverty.

Linguistic Euphemisms

The theme of linguistic euphemisms emerged dunmgrviews and seems to corroborate
what is written in the literature review about thee of derogatory language to refer to
HIV/AIDS infected and affected people. The datalesied from interviews shows that
people have developed codes when gossiping abméas®e who is infected or they suspect
to be infected, due to a dramatic loss of bodilygiveor sheer wasting away and therefore
they sometimes carelessly make use of these coddsei presence of someone who is
infected or affected and happens to know aboutetloegles. A study conducted by the

International Centre for Research on Women (ICR@032 38) stipulates that:

Language and its negative power is one of the pgimahicles through which
stigmatization occurs. A community leader in Zambilained that, “... it is not
sometimes the disease that kills these patienis,tite bad words and remarks from
people. Gossip has harsher consequences for wolmeigenerally rely more heavily
than men on social networks, particularly when rthesicess to and control of
economic resources is limited, as in our study.
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Now this is bad practice and constitutes both @nat and psychological trauma bordering
on abuse of the victim. Analyzing the expressioocial networks’ is implicit of family,

friends and other close associates and also highklithe fact that these networks are
negatively affected by the negative attitudes aossips that result in them experiencing
secondary stigma. Some of the stigmatizing linguisbdes referring to the infected people

are cited below as expressed by the researchiparits:

O na le ‘magama’(Sesotho) — means he/she is carrying the thrder l@tords
HIV/AIDS (Views of Sporo WCJ 01 CM).

O palame Z3Sesotho) - means he /she is riding on a BMW Z&ference to the
three letters comprising HIV (Views of Malile WC3 CM).

* O dula le Hlengiwe Ivy VilakaziSesotho) — means he/she lives with a loving or
sexual partner called Hlengiwe Ivy Vilakazi whicha coded reference to HIV/AIDS
(Views of Tshepe WCJ 07 CM).

* U na mabandor O na le mabant§Zulu and Sesotho) — mabandi and mabanta means
belts in English and is used as a reference tghimgles appearing on the skin of the
infected person (Views of Masia WCJ 12 CM).

* U shawe hilightning’ (Zulu) - meaning that she/he has bestruck by lightning in
reference to the swiftness and fatal nature oflifleéning hazard (Views of Tacash
WCJ 14 CM).

* Inculazais a Zulu word for HIV/AIDS (Views of Elisabetha®J 15 CM).

Language and its related euphemisms such as theteel bove is therefore recognized in
the methodological framework and literature revias a social structure used by other
people, not infected and affected by diseases asi¢hiV/AIDS, to discriminate against those
infected or affected. Alonzo and Reynolds (1995)vpte a more complex reading of
Goffman, by suggesting that stigma represents gukage of relationships and does not only

centre around one attribute such as a physicalkeotahdeformity.

The stigmatization and discrimination against othécted people and their families are an
effort to reaffirm normalcy by those not infectexdaaffected by HIV/AIDS. Therefore, it
would seem that the presence of primary stigmdtenaccompanied by secondary stigma

directed at those associated with the infectedopers
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Gender Disparity

Gender disparity also emerged strongly as a thameglthe in-depth interviews. This aspect
corroborates the literature review on this phenameshich explains that women seem to be
more vulnerable to the HI virus because of thestdgical anatomy and the fact that they also
possess lesser economic power as compared to rtiegir folk and therefore have little

negotiation power in terms of enforcing condom asiaga sexual encounter.

Facets of gender insensitivity bordering on sexasmh discrimination have been noted during
fieldwork because it would seem that stigma is erpeed very acutely by poor young
Black women who are often victims of emotional, g®sylogical and physical abuse.
Elisabetha, a 47 year old research participantradsecondary stigma from her neighbours

and explained her experiences this way:

Even though | am not personally infected | am thaiperson of an HIV/AIDS
support group and often use my house as a meelawg p- and considering our
openness about the subject — some of my neighbespsgcially the men, would pass
unfriendly remarks on seeing some of these infeletd@s coming into my house for
one of our meetings. They would pretend to be rialkloud to their teenage sons
saying ‘Siyabonga, Siyabonga, where are you my #as?World AIDS Day’ today
and be careful not to step into that yard becauskllengiwe kunye no lvy Vilakazi
(HIV/AIDS) are having a meeting today and discugdiow to better infect us all —
these women are immoral and have an unquenchahlalsgppetite -Sis....... Phew’
(Views of Elisabetha WCJ 15 CM)!

This kind of abusive behaviour against these pamt wulnerable women is not only
restricted to the emotional and psychological lebet can actually transcend those

boundaries as it becomes more intense and physaiscribed by Mamokete:

One lady from the other part of White City wasrktléy physically beaten by her elder
brother for having brought shame to the family wimw had to endure the gossips
and cruel comments directed at other members dfatihdy by neighbours and other
people. Apparently the brother accused women ohgodiitches who go about

spreading HIV/AIDS because they cannot controlrthusit for sex. She decided not to
lay assault charges for fear of antagonizing offlaenily members by getting his

brother arrested and thereby exacerbating herdlreastiie home environment and
risk further rejection and isolation (Views of Makete WCJ 05 CM).

All the above cited cases on secondary stigma dbfg@and concur with the literature
review on this despicable phenomenon and now latwus a look at what the literature has to

say about this phenomena:
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The individual who is related through the socialisture to a stigmatized individual —
a relationship that leads the wider society tottbedh individuals in some respects as
one. In general, the tendency for a stigma to spfieen the stigmatized individual to
his close connections provides a reason why suataes tend to be avoided or to be
terminated. (Goffman 1963: 30)

In further explaining secondary stigma against fanmembers of people living with
HIV/AIDS, Borgat et al. (2007) explains that, instudy carried out in America, a few
children lost friends because of disclosing thairgmts’ HIV/AIDS status.

Therefore, discrimination related to HIV/AIDS stigns another worrying aspect that serves
to hamper progress in the fight against this epidem

‘The National Strategic Plan of South Africa 20026411’ highlights the differences in the
accessibility, strength and concentration of HIMB&I prevention programmes. For example,
despite the fact that many people have the knowlealgout HIV prevention, the daily
infection rate is still way too far considering grammatic efforts by the authorities and other
stake-holders in trying to curb the overall HIVD® incidence and HIV/AIDS prevalence
levels. As compared to their men-folk, vulnerdpilio HIV infection is also considerably
higher among women, even though both men and woarentargeted for prevention

programmes.

UNAIDS (2008) maintains that:

... although a large majority of countries have betgurecognize gender issues in
their HIV planning processes, a substantial nunsbeountries lacked budget and
policy support for such issues. For example, o2ly&of countries are reported to
have a budget dedicated to HIV programmes thataiexclusively address
challenges that women face as far as the epidengigncerned. This is in spite of
there being more than 80% of countries that rejedidcus on women as part of their
HIV reduction strategy. Asia (69%) and sub-Saha#fita (68%) are reported to be
the two regions that have the largest budget ameddressing such efforts
(UNAIDS 2008).

Discrimination related to HIV/AIDS stigma is anothgorrying aspect that serves to hamper
progress in the fight against this epidemic.
Finally, after the lengthy discussions engagedhmoughout this study, it is convincingly

apparent that secondary stigma comes as a reshdirf associated with the infected person
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or people. However good or bad the fate of an iddi, it is always linked to the family
first and thereafter to any other close associsiieh as compassionate neighbours, friends,
colleagues, fiancée and so on. What is also mdstesting but disturbing out of this
discussion is the element of gender insensitivibpplled by the traditional concept of power
relations between the males and females wherebyvtrmean is always considered to be
inferior to the man and also blamed for being skyuaut of control’. As a result women
suffer multiple stigmas — first, as women, secorfdlybeing of black pigmentation, thirdly
for being poor and finally as carriers of disease.

4.6 CONCLUSION

Data collected from fieldwork mostly agrees withavhas already been written about in the
literature review. However, what is notable is et that the data collected leaves no doubt
that to this day White City, Jabavu is still a stagized and traumatized community. This is a
poverty stricken environment with high unemploymeates that create conditions for
criminal anti-social and other deviant behavioesgpecially amongst the youth. The stigma
that entangles these youths, especially the HIVR\lbfected ones, surely rubs onto their
family members, friends and other close associatessuffer secondary stigma. In view of
the above discussions it is also apparent thatetléay of being ridiculed, labeled, blamed,
rejected and isolated by other members of the camtynane’s close relationship with the
infected person is a nightmare of an experiencay\Meeople accuse these close associates of
collaboration in nurturing and hiding the immonglibat culminated in the HIV/AIDS

infection of their son, daughter and friend. It wbturther be argued that this is an attitude
based on suspicion and not based on fact and tnereéems to be tantamount to the English
idiomatic expressions: ‘birds of the same furtheck together’ or the one saying ‘show me

his friends and | will tell you what kind of man s’

Now let us have a look at the coping strategiesoaie of these affected and stigmatized

individuals in a highly stressful and hostile enviment of White City, Jabavu.
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CHAPTER 5

COPING WITH STIGMA IN WHITE CITY
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5.1 INTRODUCTION

In this section of the research report, most theanesalso not new and actually agree with
the evidence in the literature review, as discussedhapter 2. However, as already
mentioned where there is a lack of evidence froenlitlerature review of this study, further
nuances, will be enriched by summoning or refertmgvidence from sister disciplines such
as anthropology, psychology and from the broaderdiure on HIV/AIDS. For instance
‘rationalization’ is a psychological concept forpoag with stressful situations but it is still a
relevant concept within the sociology and anthroggldisciplines as the subject phenomena

of these two disciplines is also human existencki@related activities.

It is important to note that all coping strategege enacted as a survival mechanism in a
hostile environment. Coping strategies also rafatte psychological state of the individual,
that of their stigmatized family and that of thegstatized significant others. The adoption of
a particular coping strategy is also contingentrupdether the stigma is felt/perceived or
enacted. Nevertheless, the following are the espescoping strategies adopted by the
interviewed individuals, their families and closssaciates in the face of a hostile and
stigmatizing environment in White City, Jabavu.

Religion

Religon as a coping strategy is a theme consistatht the literature review and other

literature on HIV/AIDS coping mechanisms. HIV/AIDS a very strange and unique disease
in that it baffles western medicine and other aliéive medical practices such as African
traditional medicine (Sangomas) and so on. Theeedmrything that seems to be beyond the
healing powers of mankind leaves many people widhahernative but to turn to God to

effect a miraculous cure because most religionghénworld teach that God the creator is
almighty and can turn any unfavourable situatioouad to favour those that acknowledge
and believe in him. In short religion also teacpesple that healing also comes from God.

The following views of some of the research pgpacits attest to this relious doctrine:

Well, strategies differ from family to family - s@decide to relocate to another area
or province, others choose to learn more aboutHhgAIDS disease and yet one
particular family that | know in White City resod¢o religion and became born again
Christians with a popular charismatic church baseBoweto (Views of Lehlohonolo
WCJ 02 CM).
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Another participant, Dayoff, expressed his viewghis manner:

Some resort to God and religion and hope for aculoas cure — especially as they
hear messages from some charismatic priests andhgsuwho claim that through
faith and the ‘laying of hands’ by their charisncatastor then a cure will be
miraculously effected (Views of Dayoff WCJ 08 CM).

Gravitating towards religion seems to improve ttress tolerance levels of the infected and
affected individuals. Religion seems to offer themavenue through which they can come to
terms with their situation by accepting that theing Almighty God will intervene on their
behalf and bring both physical and spiritual sabratto their situation by effecting a
miraculous cure. As Ashforth (1998, 2000) explametigion must be contextualised to suit
particular situations and audiences, such as Afsida Africa. The contextual theology of
healing as practiced by the Lord Jesus Christ wieehealed lepers, paraplegics, the insane
and many other sick people becomes relevant ang#as a demonstration of God’s power.
Religion must be made to be less abstract and sensible because even the Lord Jesus
himself preached and healed to his Jewish audiamgiag parables and metaphors, such as
the grapevine, fig tree and many others commoniydiowithin their contemporary Middle

Eastern environment.

Denialism

Denialism is also a coping mechanism that is tialec#o the literature review and the
denialist attitude of the South African governmantier the leadership of former President
Thabo Mbeki and his Minister of Health Dr Manto &bhalala-Msimang is said to be the
cause of many people refusing to go for voluntapunseling and testing. Mbeki’s
guestioning of the link between HIV and AIDS gavany people a false sense of comfort as
they mistakenly understood his questioning to beraal of the existence of the disease. The
cherry on top was added by Minister Manto whenrgkemmended the regular consumption
of garlic, beetroot, lemon, ginger and african pmta help boost the immune systems of the
infected individuals. Some people including trazhfl healers capitalized on this statement
to encourage the infected people and their famileesolicit the services of alternative

medicine such as consulting Sangoma’s and varithes traditional healers.
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Another research participant, Mantsopa, expresseskli this way:

However, many other people infected with HIV/AID&cluding their caregivers at
home tend to hide the fact that they are infected labelieve it is up to them to
disclose and help demystify this disease. When samés sick, they would opt to say
that he or she is suffering from pneumonia, tubdesis or some lung disease — but
they would never say that so and so is sufferioghfHIV/AIDS (Views of Mantsopa
WCJ 03 CM).

Pontsho put it this way:

| think there is an element of denial especiallierathe controversy created by the
former President Thabo Mbeki when he questioneddlaionship between HIV and
AIDS. The former Minister of Health Manto Tshabalillsimang further created a
false hope that the daily intake of beetroot, gatikmon, ginger and african potato
will help cure HIV/AIDS. The views and opinions wifluential government figures
such as Mbeki and Tshabalala-Msimang created & fdsse of security and cast
some doubt on the existence of HIV/AIDS — furthedermining ‘safe sex’ messages
spread by healthcare workers and the media. Maoplpeespecially the gullible
youth, neglected to go for testing to check onrth#/AIDS status. Some even
dared to say AIDS is an acronym for ‘American Inv@mto Discourage Sex’ (Views
of Pontsho WCJ 04 CM).

Maria had this to say:

Many families simply deny that their loved one vkidked by HIV/AIDS. They would
rather name other more socially acceptable disessels as cancer, tuberculosis,
pneumonia, meningitis and many others as the aaiutbeir loved one’s death. You
see my family decided to publicly disclose the ilse of my sister’s death in order
to avoid gossips aroused by uncertainties and ¢nergl human element of curiosity
(Views of Maria WCJ 09 CM).

Masia put across his views in this manner:

Manipulation tactics are at play here and obviousany families will deny that one
of their own is HIV/AIDS infected and blame witclér for their misfortune knowing
very well that the mere mention of witchcraft wiin them a significant number of
sympathies (Views of Masia WCJ 12 CM).

Thus, it would seem that President Thabo Mbekisialesm of the link between HIV and
AIDS encouraged many people to also deny the existef the disease under the pretext that
it is the White man’s fabrication to control Afritgpeoples’ sexuality and sexual behavior

which they already ridicule as being promiscuous.

Denialism on the part of the South African governingas a bad public relations manoevre
which had a very negative national as well as nagonal fallout for the government as the

following statement attests to that:
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Social stigma associated with HIV/AIDS, tacitly petuated by the Government’s
reluctance to bring the crisis into the open ara fia head on, prevents many from
speaking about the causes of illness and deathsvefl ones and leads doctors to
record uncontroversial diagnoses on death certi#EfscéSouth African AIDS Statistics

2008: 4).

This statement shows beyond any doubt that thergment’s indecisive response to the
treatment of HIV/AIDS is one of the public discoessthat encouraged the stigmatization of
the disease, the infected and affected people. djedenialism by the South African
government resonated with the denialist copingesgias adopted by infected individuals and
their affected loved ones who saw it as an eag#pm that comforted them in their pain
brought about by HIV/AIDS.

Disclosure

Disclosure as a coping strategy is generously decbin the literature about HIV/AIDS.

Disclosing one’s HIV/AIDS status is an act couragféen encouraged by the medical
personnel and yet one can sometimes pay dearlyagssiwvown with the case of Gugu
Dlamini who stoned to death for having publicly ideed her sero-positive status in the
context of a World AIDS Day meeting and was killada mob a few days later for ‘bringing

disgrace to the community’ (Associated Press 1998).

Nevertheless, some participants dismiss Gugu’s aasene of those unfortunate incidents
bound to happen in life and state that they woattler choose the disclosure option because
it will disempower the gossip mongers and encouthge families, friends and other close

associates to be more sympathetic and supportivartis them.

Now let us see what some participants personathtdi@ay about disclosure and the first one

to express his views is Sporo who put across leiwwithis way:

My brother Iwould definitely not commit suicide but | would date in trusted
members of my family and elicit their support. |wa go for regular check-ups and
stick to a strict exercise and healthy food sche@ulews of Sporo WCJ 01 CM).

On the other hand Mamokete had this to say:

| do not know but | think | can publicly discloseynstatus and use that as an
opportunity to educate the public about the disease demystification campaign of
HIV/AIDS seriously needs to be planned, coordinategplemented and orchestrated
by all stakeholders in society and not just be dised as the responsibility of the
government (Views of Mamokete WCJ 05 CM).

Sekhothu put across his feelings this way:
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| would publicly disclose my HIV/AIDS positive steg to my congregation and all

interested people and | would then use my expegi@scan example to motivate other
infected people to disclose their status’ as weltrsat the public, sooner than later,
gets to accept the fact that infected people dresinplete human beings with rights,

feelings, wishes and desires (Views of Sekhothu \WMCCTM).

Dayoff stated his opinion this way:

Firstly, | would not commit suicide but | would ttg accept my illness, disclose to
my family, friends and close associates becauséidue that if you personally initiate
disclosure as well as offer them education on tkeage — you stand a better chance
of not being rejected (Views of Dayoff WCJ 08 CM).

Elisabetha expressed herself this way:

Like | have already stated | have gone public witly positive status and | am
receiving antiretroviral treatment (ARV'’s), exeiaig regularly, drinking lots of water
as well as eating healthy diets with a lot of greegetables, fruit, white meat and so
on and so forth (Views of Elisabetha WCJ 15 CM).

The disclosure phenomenon is extensively citechentheoretical framework and literature
review on HIV/AIDS and its associated primary aedandary stigma. This theme emerged
strongly from every in-depth interview conductedhathe individual participants and it is a
good coping strategy that needs to be encouragadhas the potential to help minimize or
eradicate social stigma when coupled with the righing and the right education by the

right people.

Non-disclosure

Non-disclosure is a theme that also agrees witht wehaecorded in the literature review.
Non-disclosure is a form of denialism and a comrooping strategy used by many people
living with HIV/AIDS. In the literature review sdon Niehaus (2007) refers to the fear of
rejection and isolation as paramount in non-disgl®sHowever, data from the fieldwork
reveals that only one participant declared thatwloelld not encourage anybody, herself

included to publicly disclose their HIV/AIDS status
The following are the views of Tatibi:

| would stick to antiretroviral treatment but | wdwnever disclose that | am sick lest |
also become a victim of abuse by my neighboursahdr cruel people (Views of
Tatibi WCJ 13 CM).
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However, other than Niehaus (2007), academics #mer @authors confirm that this kind of

behavior is not unusual as illustrated by the icitet below:

People diagnosed with HIV often make the decisiormaintain secrecy through
strategies of non-disclosure, including hiding theedicines, fabricating reasons for
medical appointments, and not insisting on theaismndoms, a behavior that would
include vulnerability of disclosure through thetiation of potentially incriminating
guestions by partners (Madru 2003: 41).

On the other hand Deacon et al. (2005: 4) haddlssy:

Although research on HIV/AIDS stigma has been donéhe recent past in South

Africa, it is important to understand HIV/AIDS st in relation to the broader

social, political, economic and cultural contextdato address stigma as one of a
number of causes of discrimination, reluctanceest, ttherapeutic non-compliance,
and so on.

It would seem that the stigma associated with HiN&kes it very complicated and difficult
for both men and women to initiate safer sex bezassdoing so could have the implication
that one’s partner is “unclean.”

It would also seem that the more the sickness tiwistble the more the afflicted individual
would try to act as normal as possible for feabeing stigmatized and thus rejected and
isolated should it be known that they are infeatéth HIV/AIDS. Thus the hidden nature of
HIV/AIDS also makes it easy for families to be cditip and hide the true nature of the
sickness of one of their own for fear of sufferthg social fallout by way of being rejected

and isolated.

Culture and Traditional Beliefs

Culture and Traditional beliefs is a coping stratggerfectly in agreement with what is
recorded in the literature review because, firsthg fact that many Africans still cling to
their cultural norms, values and beliefs makemjpartant for social scientists to understand
the African medical perspective of the aetiologyHi¥V/AIDS. Some 70% to 80% of the
general African population still consult traditidrnealers for their medical, social, emotional
and psychological problems. Secondly, the fact thahy African women in sub-Saharan
Africa still engage in vaginal practices as parthadir culture makes it even more important
to understand the implications of these vaginaktas on the prevention, testing and
treatment of HIV/AIDS.
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Therefore, as a starting point one has to undeatsthat the African perspective on the
aetiology of HIV/AIDS resonates with the social rebdf health and thus differs from the
Western biomedical model of health with its ‘gefmedry’ that explains that people get sick
because of the germs and viruses that get into blogiies from the outside environment. In
the African perspective the transmission and symptogy of HIV/AIDS is centred on their
cultural beliefs of pollution, ancestor intervemtiand sorcery which are deeply rooted beliefs
in these societies despite the extensive AIDS awese and education campaigns in many
parts of South Africa.

As Mantsopa, one of the research participants sattgiputs it:

Even though many families turn to God for guidanselace and hope for a

miraculous healing- however, other families consalditional healers who give them

herbal concoctions to drink in order to cleanserthedies. The intervention of the

family ancestors is sought in order to bring ak®aure, all family members undergo
certain cleansing rituals whereby various herbscaressumed as well as mixed with

bathing water to help cleanse their auras ( aunaeans seriti in Sesotho languages
and in Nguni languages it is called iSithunzi). Sakherbs are also administered to
cleanse the entire household — i.e. inside anddauthe house (Views of Mantsopa
WCJ 03 CM).

For instance, in the anthropology literature (Gred99: 13) states that:

...a fairly common belief about the origin of AIDStlse concept of pollution, which
Green defines as ‘a belief that people will becalinas a result of contact with, or
contamination by, a substance or essence considaregerous because it is unclean
or impure’.

Green states that there are three main sourcedlofipn as understood by Africans and they

are:

(1) Female reproductive fluids,

(2) Death

(3) Contact with strangers.
Amongst the list of pollutants are homicide, bidleath and sexual intercourse with someone
in a state of pollution especially if one commitsexual act with someone still in mourning
for a spouse, a relative or an abortion. Pollutsbassociated with a person being in a twilight

state between life and death as a result of beirgpntact with something that is impure or

unclean.
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According to (Walker, Reid and Cornell, 2004: 98:9

In one survey traditional healers attributed Al@Satfailure to obey post-partum or
mortuary taboos; “dirt”; or “dirty blood” is a fdy common element in explanations
of AIDS and other STD'’s. If a person’s sexual parthas “dirty blood,” it is believed
that infection can occur.

Green (1999:163) further states that:

... “dirt” is identified as a code word for pollutipand states that it carries
connotations with moral wrongdoing or the violatmiitaboos.
Seeing that traditional healers are said to outrarnbiiomedical doctors, it makes sense to
empower traditional healers to be able to perfdrairtduties in conjunction with biomedical
professionals, as in any case the following authdvBlls, Curtis, Dugald and Izzy (2005a:
465) explain that the:

...Clinical burden of AIDS in Subsaharan Africa iankled by traditional
healers.
Call them myths or anything but as Lidell, Baregid Bydawell (2005: 693) explain, the

reality is that many ordinary African people shiéllieve that:

...AIDS may also result from contact with the clotinurine, or other
polluting substances of an infected person.

Pollution is an act of ‘victim blaming’ becausesalute responsibility is placed on the
decisions and actions of an infected person. af mfected with HIV/AIDS may be blamed
for having slept with a widow in mourning. AcquignSTD’s may also be viewed as
punishment for stealing from neighbours, neglecting’s ancestors or for misbehaving. This
theme on culture and traditional beliefs is an regéng point of confluence between
traditional medicine and biomedicine consideringt thoth view ‘behaviour’ is an underlying
factor in terms of acquiring HIV/AIDS and other s@ly transmitted diseases irrespective of
whether that behaviour was through sexual contdttt another or through neglecting ones
ancestors, ignoring social taboos, or any othatt kinunsanctioned behaviour.

In Africa, any iliness which is extraordinary likHV/AIDS is often explained in supernatural

terms.
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As Liddel et al. (2005: 693-694) elaborate:

llinesses which are difficult to cure, which ocabruptly, or are surrounded by an
unusual series of coincidences may be interpretgubesonalistic, that is, caused by a
living person or by the ancestors. Moreover, premgabr inopportune death is often
seen as personalistic and AIDS is an untimely sknehich leads to premature death;
it is therefore seen as “unnatural” and can bepnéted as witchcraft.

In terms of disease symptoms there are commorsabtiel differences between traditional
medicine and biomedicine but as Green (1994. 566hd out in a workshop he had with

traditional healers in 1993 that:

...the healers differed with biomedicine and citedsasmptoms ‘loneliness, self-pity,
and the need to have the skin massaged’, as wied\asg a ‘great appetite’.

On the other hand commonalities in terms of HIV/&IBymptomology between biomedicine
and traditional medicine were identified in 1993tkaditional healers in Green’s (1995: 506)

workshop as:

...three biomedically “fully correct” symptoms, su@s weight loss, sores, and
diarrhoea.

Furthermore, as briefly pointed out earlier, théichegy of HIV/AIDS is seen by many
African traditionalists as an interference by smpéural forces or as an act of witchcraft. In

support of this previous statement, Liddell et2€lQ5: 694) also point out that:

... to many Africans, epidemics such as HIV/AIDS arest commonly inflicted on a
nation or tribe by their collective ancestors” divea failure to follow traditional
strictures.

Health is not an individual issue but is relatiomald good health is brought about by
respecting societal rules so as to bring harmorili wie’s family ancestors as well as the
collective tribal ancestors. This means that anviddal is part of the bigger cosmology and
hence the Zulu sayingUmuntu ngumuntu ngabantuybughly translated into English as
meaning “a person is a person through other pemmiehence no man is an island.” Good
luck or misfortune is said to be brought about bgestors but if one happens to experience a
lot of good luck, then one has to give the ancestgmbolic food like sacrificing a sheep, a
goat, a cow, a chicken or any other approved creas thanks giving for their protection
against bad spirits and for giving good guidancerokis or her life. Thus, generally

speaking, a person has to respect sex to invoke lyo& from the ancestors and this can be
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done by not sleeping with a menstruating womanpman who has just committed abortion

or having sex with an uncleansed widow.

The relationship with ancestors is very persondl iadividualistic in such a way that even a
newly born child has to be introduced to the amssivho will guide in giving a right name
for the child. The practice of payingobola’ is a cultural way of introducing a prospective
bride to the grooms family and ancestors. Marryiiinout introducing the new bride to the
ancestors the cultural way implies that the grocamsestors do not know that new bride and
hence she is not protected by them. If she happerdie without having appeased the
ancestors by being introduced in a culturally adrreay to them, then that means her
soul/spirit will perpetually be in limbo until a mect traditional ritual is enacted to appease
the ancestors who will then accept the roaming sotal their ancestral court. Ancestral
issues are deep rooted in African culture as aagcgstors are said to inflict one with disease
including HIV/AIDS. People not buried properly likkose who died in war or were buried
unknowingly as paupers turn out to be troublesopiets without peace and can bring bad
luck to a relative until a traditional healer idiéies the source of the problem and advices
that a particular ritual be enacted by the sickvinidial and his or her family to appease the
angry and troublesome spirit. In African sexualyerything is interrelated and forms a
picture of a circle. Everything is interconnecteul aelational to health, the environment, the
cosmos, connected to ancestors, connected tanlifeleath, and so on. Having many children

is viewed as part of social security in old age andder social network.

Rationalisation

This is in agreement with the literature review dese in an effort to remain strong in the
face of the HIV/AIDS calamity many individuals ardmilies receive comfort and the
strength to cope with the difficulties brought Imetdisease upon them by simply reminding
themselves that theirs is not the first nor the family to be affected by the disease. The
following is a comment made by Pontsho:

Other families become philosophical and use ‘ratligation’ as a coping strategy and
argue that if other ordinary families can fall umstto this disease then they are also
bound to have their fair share because after alétidr one dies because of
HIV/AIDS or any other disease it makes no diffeenas death is death and
everything will come to pass (Views of Pontsho W@JICM).
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Rationalization is another form of acceptance aseéems to provide affected individuals and
families with a cathartic effect because acceptavictheir predicament makes them feel
better about themselves and their infected relaieeling better makes them in turn to offer
their best humane treatment to the afflicted thsd & turn harbours minimal feelings of

guilt and shame.

Lifestyle Change

Lifestyle change is a theme that emerged duringrigws and is in harmony with the
literature review as lifestyle change is a univepg@enomenon encouraged by the health
authorities and other concerned stakeholders.niteistioned and encouraged as an important
part of therapy in the literature review. Yesgitiue that if people plan their meals carefully
and consider what they eat, coupled with regularsiglal exercise, then they usually lead
normal, healthy and long lives. This phenomenamjortant as a coping mechanism to help
sustain the lifespan of the infected person. Sonmvk infected celebrities in America and
in South Africa are known to be living with HIV/AIBfor over 20 years and attribute that to
a strict balanced and healthy diet regimen accoragany regular physical exercise. On the
other hand a change in lifestyle is bound to affewtily resources, influence what they eat as

well as how their meals are structured and prepared

| would be deeply hurt — | don’t know what | woulld but | think | would have to
adopt a healthier and more cautious lifestyle (\M@vMantsopa WCJ 03 CM).

Another research participant expressed their viivgsway:

| would eat healthily, drink a lot of water, exeseiregularly and take on my
antiretroviral treatment as prescribed by the dodtaould try as much as possible to
lead a normal lifestyle because | have seen howplpewho look well after
themselves can prolong their lives by decades k &idhe cases of so and so.......
who are celebrities in South Africa, are HIV/AID$4gitive for the past 25 years but
they still look good and strong (Views of Mamok&#€J 05 CM).

The literature review section points to the facatihthe former Minister of Health, Dr
Tshabalala-Msimang regularly encouraged the infeptople to eat healthily and to include
in their daily meals garlic, beetroot, lemon anaggr as substitutes for the expensive
antiretroviral drugs desperately needed to boasttdmpromised immune systems of poorer
people.

Well for me it is an easy choice as | will havelie on planned healthy diets,
exercise regularly at my local gym in Midrand, d¢ri lot of water and practice safer
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sex with a condom — but above all | will make alpulisclosure because it would be
hypocritical of me to say the government or so anedmust do this or that to

demystify HIV/AIDS and yet me as a doctor fail ®esmyself and my positive status
as an opportunity to teach others about the diseaskthus contributing to its

demystification (Views of WCJ Masia 12 CM).

This positive outlook helps people counter the @ffef stigma and looking good also helps
to bolster one’s self esteem which is a vital iniggat in maintaining a healthy and balanced
emotional, psychological, spiritual and physicaket

Fatalism and suicidal tendencies

This theme is unconfirmed in the literature reviewed but apparently, according to some
participants interviewed, some individuals get veligtressed upon about their learning
HIV/AIDS positive status and decide to commit sdéi Suicide in itself is inclined to be

viewed by many people as an act of ‘escapism’ whetbe infected individual cannot bear
to stand the emotional, physical, social and psipdical effects of being rejected and
isolated for being HIV/AIDS positive. The fear ofiggnatization plays a key role in

influencing some individuals to terminate theirelsy

As soon as | know | would swallow poison or shogtself depending on my mood
you know but definitely I would not wait to be rudiled by people and see this
athletic frame of mine slowly waste away. That sywhe ‘magents’ (township lingo

for guys) call this disease ‘slow puncture’ becaitseats away very slowly at a
person and end up humiliating you by making yoe lalé your bodily functions — ie.

Soiling yourself, your mind going bananas, goingdhl etc (Views of Tacash WCJ 14
CM).

Private versus Public Health Institutions

This theme of private versus public health insio$ such as government owned clinics and
hospitals is also in agreement with what has besadnin the literature review as many
respondents expressed a lack of confidence in uléty) of services offered at government
health facilities. Participants emphatically statledt they would cope with their HIV/AIDS
positive status well by seeking treatment and crerivate health facilities. The two
interviewees, Mamokete and Tshepe, cited below sanamthe views of most participants

on this aspect this way:

Another important factor that causes stigma andodisages people from undergoing
voluntary testing and counseling is the whole agesment at government clinics and
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other health facilities whereby there are dedicafeeues for people collecting their
antiretroviral medication — these queues are al wptze-away that someone is
HIV/AIDS positive - as well as entire sections drded to HIV/AIDs testing and to
people who are HIV/AIDS infected. Now the publicokvs that if so and so lines up
in that queue or entered ‘that’ section where v@gncounseling and testing are done
and they take longer than usual to come out — tihey know that there is a problem
and that so and so must be delaying because otgxistg counseling usually given
to people who tested positive (Views of Mamokete JS CM).

Yet another participant expressed their viewsway:

| would go to a private clinic because the servasel confidentiality there is
comparatively very good to that offered by governtrigealth facilities. | am still on
medical aid insurance for over 25 years now armsl at health insurance scheme. You
know it is good if you the infected person make ublig disclosure about your
positive status rather than the nurses and othalthh@rofessionals employed at
government clinics leaking your status to the pupiews of Tshepe WCJ 07 CM).

It would seem that a paradoxical irony is takingogl here. Public health facilities are
supposed to be the flagships in the fight again&t/AIDS and its related primary and
secondary stigma and yet they seem to be the nwialsstructures perpetuating the

stigmatization of the others.

As noted in the literature review section of thisdy, Gilbert and Walker (2009) explain that
infected people observed in an HIV/AIDS clinic inh&nnesburg showed that the fear of
stigma and the related moral judgement, sometineegepuated by the medical personnel
within the intimidating clinical setting, plays amportant role in the patients’ reluctance to

seek help in public health institutions.

Consequently, many people become also reluctaninttergo voluntary counseling and
testing (VCT) as well as to receive HIV/AIDS treatnh and care at public hospitals. This
calls for the upgrading of professional standardpublic hospitals as only good training
concerning the ethical conduct of a public servantthe existing medical staff and the
careful recruitment and selection of future persbmill help restore their seriously dented

public image and reputation.

Medical Pluralism

Medical pluralism is a theme is also in agreemeith the literature the following are the
interesting views expressed by one of the resgaadicipants and their views are interesting

in as far as they show the openness of the sogietiive in as people can shop around for
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treatment because of the wide ‘hierarchy of medieabrt’ available offering many choices
to individual healthseekers and their familiesamis of treatment and care of their ailments.
This contestation for space and influence betwesmmddicine and other alternative
traditional forms of healing, is captured by Pontsbne of the research participants, whose

views are expressed below in this way:

Funny even though | come from a very strong Clamsbackground | would seek help
from the western medical professionals as well s tnaditional herbs known to
cleanse the body.

manufactured pills are compounds of natural hexbsed into pills. | would certainly
give traditional medicine a chance even thoughhat moment | do not do any
consultations with any Sangoma or fortune-tellet aeither do my parents as far as |
know. As a Christian | believe that herbs were alssated by Our Lord to help us
when we are sick or in need. Look how Jacob inBitde out-maneuvered his uncle
by using a herb poured into the drinking water isfuncle’s cattle to help them give
birth to a particular breed of cattle that he madeagreement with his uncle to keep
as his own reward for looking well after the cafeews of Pontsho WCJ 04 CM).

However, what is interesting is that culture andditiee are not mutually exclusive as
traditional healers and biomedical healers are aliytuconsulted by African patients.
Biomedical ideas of HIV/AIDS aetiology or sexuamsmission are not just simply discarded
but rather we see the fusion of western and t@uhti African medicine. African traditional
medicine is personalistic and one of the crucidés®f personalistic medicine is to give an
explanation as to why a specific illness has strackpecific person at a specific time.
Personalistic medicine rationalises illness whemgastern or biomedicine does not perform
that important function. As Ashforth (2004: 151atst that:

Again we see a fusion of traditional and biomedicim that a man may acknowledge
that he contracted HIV through sexual intercour# a&n infected sex worker, and
yet also seek the counsel of a traditional healatiscover who “sent” AIDS to him
through witchcraft and why. Through this dual agmio, people seek the answer to
the question, “Why me?” Consulting the traditioaald the biomedical healer makes
many Africans feel that the treatment they recesvholistic and complete. Healing
comes through music, drums, singing, herbal mistui@ consumption, enemas,
scarification, and many other ways and thus harni®ng-established in society.

Williams (2003) and Scambler and Higgs (1999) explaat multicultural environments

usually provide a myriad of alternative healingattgies but also highlight the fact that in
homogeneous societies the understanding of helittbss and the resultant health seeking
mannerisms can also differ in terms of age, geaddrclass. Ironically it would seem that the

availability of alternative or pluralistic healtleeking strategies is underpinned by tensions
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that expose cultural contradictions that lead t@rhgultural clashes if not handled with
caution and a more mature approach that viewsiffezidg healing paradigms as more being

complimentary rather than being adversaries.

Medical Pluralism and Cultural Clash

This theme on medical pluralism and the conseqoadtural clash is in agreement with what
has been noted in the literature review as manyc#ir people still cling to their cultural
beliefs as well as making use of the benefits ofterm medicine. The confluence of the
western urban culture and the indigenous traditiéddiacan culture does also create space
for a cultural clash of some sort considering the that some of the residents in White City
are migrants from the rural areas of South Afridaw even though these rural areas have
been tainted by western culture many of these as@ilisfall under the jurisdiction of
traditional African Chiefs who are known to be adans of African culture and actively
promote the retention and practice of some custants traditions. Therefore, when their
subjects migrate into the city, they bring alongithraditional belief systems and with a
disease like HIV/AIDS it is very difficult to conmce some of these traditional minded
people as in African culture no disease is incwabirstly, incurability elicits arguments and
suspicions about witchcraft and secondly incurbiinplies that the ancestors have a limited
knowledge and power and therefore are unable tte@rdheir descendants from hazards of

some kind.

This is understandable considering the African persve of personhood

Yes, maybe a significant majority but your ought understand the population
dynamics flow into and out of White City — peoplenee from rural areas and
neighbouring countries looking for brighter econonpirospects in Johannesburg.
Now because of the poverty levels in this townskgme house owners allow these
economic migrants to erect shacks at the backef gfards and stay in there for a
monthly rental. Now you find that there is a coeflge of the urbane and the rural
traditional mentality with some of the urbane resits dismissive of traditional
superstitions like witchcraft and on the other hahd rural folk suspicious of
allopathic medicine. So there is a mix and clasbuttiures in this equation and hence
much more effort must be exerted in health educatiessages about the true nature
of HIV/AIDS and how it can be acquired as well a&fedted (Views of Masia WCJ
12 CM).

For biomedical researchers and epidemiologistrgdy speaking, ‘culture’ appears to
compromise intervention, whilst for medical antholgists, ‘culture’ is often seen to have

the potential to assist intervention.

114



Airhihenbuwa and Obregon (2000: 8) explain that:

In spite of its limitations, however, the use ofiropn leaders in helping to shape
culturally appropriate strategies is a componeféiftusion of innovation that offers
possibilities in HIV/AIDS communication. This isagicularly salient since the
content (focusing on a community interpretationdifease meaning rather than an
imposed germ theory) context (relationships andotagion in families and
communities), and language (codes of elasticity ushge were relevant) of
communication will be a factor in the outcome oMHAIDS prevention and care.
Generally speaking, a considerable number of Afiscim the urban and rural areas are still
very much steeped in their customs and traditiouistherefore distrust the missionary health
care workers as well as the western medical pnofiesls. They prefer not to take western
medicine and rely on traditional medicinal herbs cases for their illnesses including
HIV/AIDS. In other words distrust of western mede and personnel coupled with
alternative cultural beliefs also fuels the spre&dhis epidemic as many people who are

unknowingly infected refuse to go to the clinics ¥oluntary HIV/AIDS testing.

The legacy of the apartheid system is such thatymayths in the form of rumours spread
unsubstantiated claims in the urban townships anthe countryside that, HIV/AIDS is a
product of a biological warfare to reduce the nurmebef Black people. Blame was
apportioned to the American government/s and iteark of CIA agents, as well as to Dr
Wouter Basson, the former apartheid governmentad hef the secret ‘biological warfare
programme’. There is talk that some people evemsesf to buy oranges in the townships for
fear that they may have been deliberately injeuti¢dl the HI virus by agents of the apartheid
government intent on annihilating the Black popolatwhich was by then in the 1980’s

fighting a war of resistance against apartheid.

5.2. CONCLUSION

The various themes emerging from the fieldwork datalyzed seem to concur that the
underlying cause for the HIV/AIDS prevalence levatswell as the associated primary and
secondary stigmas come about as a result of stalaggsues which are responsible for

creating an environment enabling the existencewvalrgety of multiple stigmas.

In the study of any type of stigma it is importait understand the socio-economic
environment that makes it to thrive. It has sineerbestablished that stigma is not good and

tends to have disruptive and harmful effects inetgcFirst, the environment and conditions
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that help to promote the sustenance of stigma tede unmasked and understood so as to
make it easier for the government and other stddeh® to develop programmes that will
help towards alleviating stigma. Thus the contexhiw which stigma operates is vital in

helping to unmask reasons for stigma.

Secondly, it has also been established that seppstigma is contingent upon the existence
of primary stigma and therefore secondary stignmmeabe studied in pure isolation without
mentioning and constantly referring back to primatigma and the experiences of people

enduring it.

Thirdly, the coping strategies employed by stigaedi individuals, families and other close
associates are a good starting point to see whidsvamd what does not work. Some of the
coping strategies might actually be a form of sélfmatization and hence it is important to
establish a relationship between the socio-econosmigironmental contexts of stigma,
reasons for the existence of stigma, the conseggearicstigmas well as the coping strategies

employed by individuals and families in order tovgve.
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CHAPTER 6

CONCLUSIONS AND RECOMMENDATIONS
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In conclusion one would point out the fact thathie beginning this research report set out to
investigate the dynamics of HIV/AIDS related secnydstigma in White City, Jabavu.
However, it ended up going beyond the initial scopés study because initially the project
was fairly narrowly conceived but the findings frdhis research drove the researcher to
explore, at some considerable length, two princgsahs which were not part of the original

conception of the project. These two areas are:

Firstly, the researcher’s argument that stigma ihiteV/ City must be understood in the
broader context of pre-existing forms of stigma ahhhe asserts create a “stigmatizing
environment” in which new forms of stigma find atfie social, cultural and economic world

in which to take root and flourish.

Secondly, the researcher’s recognition that thenmaim which the research participants
develop coping mechanisms to deal with their exgpexes of secondary stigma is a critically
important dynamic in understanding the experienoésstigma among those research

participants.

Therefore, as it stands, it is the humble opinibthe researcher that the Report goes beyond
what might normally be expected of a Research Rgpgr moving beyond the concerns

raised in the literature he worked with.

HIV/AIDS related stigma needs to be understood witthe context of the pre-existing
culture of stigmatization in White City. Chronidéngenerational poverty and unemployment
are some of the plethora of underlying factors tbieate a multifactorial stigmatizing
environment that eventually creates a culture ighst in White City. Consequently, this is
an important finding that sets the basis for futarploration by other researchers on this
phenomena. Evidence of the pre-existing culturstigimatization abound and can also be

attested to by many examples as will be shown dugzliow.

Firstly, linguistic structures of stigma such asigsing derogatory and discriminatory names
like ‘amakwerekwere’ to fellow African economic ingmants and the name ‘moegoe’ to
migrants from the rural areas of South Africa filtg into the township is a solid example of
this pre-existing culture of stigma. As stated gter 1 the word ‘moegoe’ is a disparaging
term meaning an unsophisticated country bumpkiarounstreetwise hillbilly. Derogatory
linguistic terms such as ‘softy’, ‘sissie’ or ‘clsboy’ abound especially in reference to
young gentlemen who prefer communication to viogeimcsettling interpersonal disputes.
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Secondly, around Soweto schools, students from aV@ity were always regarded with

suspicion and when something went missing, theywbrays the first suspects.

Thirdly, as previously stated, in White City, alre@an is a man who is not scared to engage
in a street fight and if needs be to die fightiNgumes such as ‘clever’, meaning a streetwise
township guy, are not easy to earn and are somefsarstatus symbol. The young men who
steal vehicles and clone them are adoringly redetoeas ‘amagents’ meaning that they are
the right guys who are streetwise and proper tola&@uFailure to be like them means that

you are automatically stigmatized because you @meed as not being man enough.

Fourthly, the culture of stigma is also underlifgothe kind of style and fashion one chooses
to wear. Fashion denotes a type of lifestyle andanbe¥ship of the ‘Pantsula’ fashion
subculture assures one of a respectable sociakdigitbeing favourably viewed as part of the
real men who are tough and streetwise. On the tidned the ‘Hippies’ and the ‘Ivy’ fashion
subcultures are looked down upon by many in Whitg & comprising of weaker men in

many respects.

Furthermore, linguistic structures also includsigrsing discriminatory euphemisms such as
‘U ne nculaza’, ‘O na le Z3and others as discussed chapter 4 to refer toAD8 infected

people.

HIV/AIDS and its related stigma do not enjoy prezeck over pressing issues of poverty and
unemployment whereby food security, shelter ancerottay to day material needs are a
priority. In other words many young people in Wh@&y do not practice safer sex, not
because they have not heard about it, but becawsestp and the quest to survive drive them
to engage in ‘risky’ behaviours. For instance ttaelitionally inferior position of a woman to
that of a man further compromises women in termgheir bargaining power to negotiate
safer sex using a condom. Many Black women are pecause they are unemployed and
consequently succumb to the pressure of flesheashflsex without a condom for fear of
angering a male partner who might retaliate by ideyg them those gifts, money and other
desirables necessary for daily survival. Thereftire,women of White City find themselves
entrapped in this poverty cycle and consequenthe ba endure several layers of stigma such
as being a woman, being black, unemployed, pod¥/AIDS positive, showing motherly d
love to their HIV/AIDS positive children and algar being White City residents.
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Recommendations

It is important to understand the socio-economigirenment that makes secondary stigma
and other kinds of stigma to thrive. It has beentdished that stigma is not good and tends
to have disruptive and harmful effects in WhiteyCithe unmasking and understanding of
the nature of the underlying factors that creayeda@f stigma upon layer of stigma will be a
starting point for the government and other staldgrs to develop programmes that will
help towards the systematic elimination of stigae of the ways to eliminate or minimize
secondary stigma is to develop programmes targetaddressing issues around HIV/AIDS
primary stigma because without this kind of stiggeaondary stigma which is fundamentally

a stigma by association would not exist.
Joint special povery alleviation and health promotig programmes

A poverty stricken environment is a breeding groofdlness and disease. Therefore, both
the government and the private sector would do tejbin hands and initiate special skills
programmes designed to empower the youth of While 6§y imparting valuable skills that

would render them employable in the mainstream @tgn
Morris (1980) observes that:

The relationship between socio-economic status faadth in the community has

certain implications:

- The overall improvement of the health status in &owcan only be achieved
through the upgrading of socio-economic and enwiremtal conditions;

- a community based health programme integrated vathsocio-economic
development programme is required;

- while promotive and preventative medicine need ¢oemphasised, a range of
services should be available;

- because of the high level of stress and insecumit$yoweto, both formal and
informal services for mental iliness are required;

- appropriate health education at all levels is agupeisite.

Furthermore, various parastatals and Section 9 aniap such as the ‘National Development
Agency’ and the ‘National Youth Development Ager{byy DA), to name but a few, should
be encouraged to reserve a sizable portion of #miual budgets for the comparatively poor

communities such as White City.
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Good regulation of poverty relief grants

Past and present structural issues play a ropeipetuating a stigmatizing environment in
White City. The issue of poor substandard housingtnibe addressed by the government
with the help of the residents of White City andhest stake-holders. The current
government’s well intentioned grants meant to b@oaerty relief mechanism for the
indigents of the township must be carefully regedato stop abuse and a culture of
dependency. Instead alternative creative ways bghéahat will help empower the local

people, especially the youth.
Culture appropriate HIV/AIDS messages

HIV/AIDS messages should be contextualized witldnal belief systems by being tailor
made to suit the local culture because culture mlagy a crucial role in perpetuating or
helping to alleviate primary and secondary stigiifee role of divergent local belief systems
and cultural practices such as Christian religicigdues, African ancestral worship,
circumcision and witchcraft must never be undermhimed a holistic approach towards
addressing issues around HIV/AIDS and its relategina must be adopted as a vehicle to
gain rapport amongst the people. Therefore,staréing point one has to understand that the
African perspective on the aetiology of HIV/AIDSfdrs from the Western biomedical idea
of the ‘germ theory’ that explains that people gjek because of the germs and viruses that
get into their bodies from the outside environmdrite African perspective of HIV/AIDS
transmission and symptomology is based on theitu@ll beliefs of pollution, ancestor
intervention and sorcery which are deeply rooted atigma arousing beliefs in these
societies despite the extensive AIDS awarenessedndation campaigns in many parts of
Southern Africa. Interesting in this discussionAdfican culture is the fact that HIV/AIDS
infected and affected people have realized thatrbjecting the condition of the infected as
the result of witchcraft, they manage to get exgioes of sympathy from people not infected
or affected by HIV/AIDS even though those sympahieme at a cost of social isolation as

people keep away because no one wants their ‘lskddurub on them.

Encouraging male circumcision

Randomised clinical trials conducted in differersia and African countries show that
HIV/AIDS prevalence levels are lower among circused men than amongst those not

circumcised. This seems to be a truism that hass pexved by medical science and endorsed
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by internationally renowned bodies such as the WBenk and the United Nations
Organisation. This assertion does not discardabethat HIV infection is basically caused
by behaviour but tries to point out that a mult#feexl approach that includes local and
regional cultural beliefs must be employed togetiién the usual health education and
health promotion campaigns geared towards eradgcétie epidemic. In South Africa,
studies done in Orange Farm, a relatively largedemsely populated semi-urban settlement,

show that circumcised males were less likely tinbected with the HI virus.

Szabo and Short (2000) in Wilson and de Beyerg28pexplain that:

...circumcision removes Langerhans cells from theéeuside of the foreskin,
which are specific target cells for the virus.duses keratinisation (hardening)
of the skin surface, and promotes more rapid drwhgeh reduces the
likelihood of bacterial sexual infections (like cftaoid), which in turn reduces
the risk of acquisition of HIV.

Taking into consideration the fact that circumaisis an ancient African tradition that is
deeply rooted in culture, it would appear that mAfiycan men find this practise acceptable
culturally and politically correct as it assertgeithmanhood. Men are said to cheat a lot and
maintain multiple concurrent sexual relationshipthvea number of female sexual partners.
This scenario puts an emphasis on the traditioefhition of male masculinity as well as on
the male versus female power relations, with théenb@ing assigned a socially superior
status to that of a woman. Therefore, as a prewemndol against HIV/AIDS that has been
proven to work, it would be a wise move by the &olfrican government to encourage male
South Africans to circumcise in addition to emphayiother known prevention methods such
as condom use, abstinence and being faithful io plaetners.

Appropriate messages complimenting popular copingtsategies

Coping strategies employed by people enduring sggrstigma are many and are meant as
an escape route vacillating between the emotiondl @sychological strategies such as
turning to religion, rationalisation, denial, digsure, non-disclosure, going for counselling,
acquiring knowledge about HIV/AIDS, fatalism andcsdal tendencies, changing lifestyle
and so on. These coping strategies are a goothgtadint to see what works and what does
not work in terms of offering support to the viciraf stigma. Some of the coping strategies
such as fatalism and suicidal tendencies are dgmaesult of self-stigmatisation, self-hatred

and self-mutilation and hence it is important tadablsh a relationship between the
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stigmatizing context, the reasons for stigma, cqusaces of stigma and the coping strategies

employed by individuals in order to cope with theistile environment.

Finally, it is proper to acknowledge that the reskdindings point strongly to the existence
of secondary stigma in White City, Jabavu but wisatlso of crucial importance is the
research finding and realization that this secondagma exists within an environment of an

already pre-existing age-old culture of stigmataat
Redressing negative historical factors

Unearthing secondary stigma is a complex processribeds people to come to terms with
the underlying historical factors such as the impaic colonialism, the effects of the
processes of industrialization and urbanizatiorat thelped to disintegrate the African
extended family as a result of the migrant labogsteam as well as contemporary post-
apartheid socio-economic policies and other facttrat play an important role in
exacerbating inequality and thus creating a stignmat environment in places such as White

City Jabavu, Soweto.

Like in most Black urban areas as well as in thacBlrural countryside, poverty and the
resultant social inequalities in White City areegdcy of the past racial policies that put
people in harm’s way. The apartheid system that b&sed on racial discrimination and
segregation had sought to relegate Africans, ealpedBlacks, to an inferior third class

citizenship status in South Africa. Poverty and tesultant social inequalities create ideal
conditions for socially abhorrent practices suchmastiple concurrent sexual partnerships
(MCSP), alcoholism and drug abuse, potentially gnmyic and life threatening sexual

practices such as dry sex, crime and gangsterark,df good nutrition, gender abuse and

other social maladies that are thriving in the Blaommunities.

Goffman (1963) was probably right when he stated the act of stigmatizing the others is
an attempt to reassure oneself that one is stilnab Therefore in consideration of the
history of Black people’s oppression in South Adrid is not far-fetched to state that primary
and secondary stigmas are mostly acute in the mg&tverished Black communities such as
White City as unstigmatized people try to reaffitineir normalcy, dignity, masculinity and

humanity at the expense of the more vulnerable retheho are inclined to be made

scapegoats because they are HIV/AIDS infectedfectad.
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Stigma affects the social identity of an individuahd those people stigmatized are
characterized by a very low self-esteem, feelinggf@riority and a feeling of being less

human than other people meaning that their normaloydispute.

Nevertheless, even though there is no evidenceugigest a strong causal relationship
between HIV/AIDS and poverty, it is only sensibteréalize that malnutrition and a lack of
financial resources can only play a bigger rol&umher compromising the already weakened
immune system of the infected person as good tex@t@mnd care are contingent upon the

availability of financial resources and a healtinstd
Improving the socio-economic position of the Blackvoman

On the other hand in terms of gender relationsjcAfr (Black) women are exposed to
multiple stigmas, firstly because of their blaclgmpentation, secondly, because they are
culturally and traditionally regarded as inferiar their men-folk and then thirdly because
many are less educated, poor and unemployed asacethio their men-folk. Their decision
making powers are curtailed because in terms af seguality they have no absolute control
over their bodies. They cannot negotiate saferb@mause decisions such as the usage of a
condom to practice safer sex are left to the marfdar of suffering financial sanctions if

they refuse to let him have his way.

At the level of the average African family in Whi@ty the scarcity of financial resources is
the cause of much primary stigma that is inflicbgdfamily members upon one of their own
who is infected because they view him or her agrarecessary burden straining the already
meager family resources. Most women are the cagegiand therefore suffer a multiplicity
of stigmas as a result of: firstly, living in Whi@ty, secondly, for being poverty stricken and
thirdly, for being associated with a sick membeovig HIV/AIDS positive. It is noteworthy

to highlight the fact that even one’s extended famiembers who live in the more affluent
townships of Soweto normally look down upon thegthren who live in White City and the
stigma becomes even more intense when such a fdragdya member who is HIV/AIDS
afflicted.

It would seem that secondary stigma is experiemsthsely as the health of the afflicted
member of the family deteriorates. Curious commumtembers engage in gossip and
voyeurism as they use benchmarks such as the dcalmsd of weight, the development of
Kaposi’'s sarcoma, skin rashes, constant diarrheaoéimer negative health conditions. The
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irony is that these community members are the ovies initially isolated and rejected the
family but later on become regular visitors as tleegage in gossip and voyeurism. In a
subtle manner they check on the pace of the pHydetarioration of the infected person so
as to keep the others in the community informeds Theates a vicious cycle of stigma and
self-stigmatization as the social esteem of thedt&d individual and his or her family goes
down resulting in social withdrawal and isolatidvat creates a wall between that family and
the community at large. Self- stigmatization iscasequence of felt or perceived and enacted
stigma and is tantamount to an act of self-mugtativhich is an unfavourable psychological
condition that needs intense therapy. It is thgmrato re-emphasize the fact that because
most caregivers are women, they endure a lot efgbcondary stigma and therefore official
programmatic efforts to improve the economic positof poor black women in White city,
as well as in the rest of the country must be @&catdd. It is not enough to salute women
only on a public holiday like the H9August each year and yet women still remain

impoverished and victimized.

As a result it is important to note that this studghlights the fact that secondary stigma

exists within a pre-existing culture of stigma irhifé City, Jabavu.

Thus, the combination of all these past and curgenio-economic factors put White City at
a centre stage of post-apartheid social inequalitih a barrage of underlying factors that
perpetuate the culture of stigma by acting in umisnpfacilitate the prevalence of secondary

stigma.
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APPENDIX A
IN-DEPTH INTERVIEW GUIDE

[Researcher: Caswell Motlejoa Matima-University ofthe Witwatersrand]

1) Could you please tell me more about yourself-wiegere you grew up, your childhood
years, how you related to your family, friends,ghgiours and so on

2) What are the socio-economic conditions of Whitg/Zit

3) How do people spend their leisure time in White/€it

4) What are your views on HIV/AIDS and people infecktlV/AIDS?
5) What is the understanding of HIV/AIDS in White City

6) What is the attitude of ordinary people towards HINDS?

7) What are the views of ordinary people about otleapte infected and affected by
HIV/AIDS?

8) Do you understand how HIV/AIDS is transmitted frome person to another?
9) Should you find out that you are HIV positive-whaiuld you do?

10)Should you find out that you are HIV/AIDS positikew do you expect other
members of society, not closely related to youreat you?

11)What makes HIV/AIDS to be a stigmatized disease?
12)What is the understanding of stigma amongst thelpeaf White City?

13)What are the experiences of secondary stigma arhpegple affected by
HIV/AIDS?

14)What is the impact of secondary stigma in the comitg@

15)How does secondary stigma impact on people cl@ssdgciated with an infected
person?

16)What are the coping strategies of people affecyeldIlV/AIDS?
17)Do they get any kind of support from anywhere?

18)What role can the government and other stakeholudtsr serve people affected and
infected by HIV/AIDS?
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APPENDIX B

CONSENT FORM - INDEPTH INTERVIEWS

Ly e ,hereby agree to be interviewed by Mr Caswell
Motlejoa Matima, student ID No: 418051, who is gistered student at the University of the
Witwatersrand and currently engaged in his MadRasearch Report on Secondary Stigma
related to HIV/AIDS entitled:

“Secondary Stigma: A Case Study of People AffettetIV/AIDS in White City, Jabavu —
Soweto.”

Mr Matima has explained to me the entire researobgss and the fact that | am free to
terminate/recuse myself from the interview as sa®hfind it too invasive and
uncomfortable to continue. Furthermore, Mr Matinas explained to me and also gave me
an assurance that my true identity will remain higionfidential due to the sensitive nature
of this topic. | agree to voluntarily partake imstm-depth interview and hope that my

experiences and views will be useful in buildingrenknowledge in this area of research.

Name Signature

Date
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APPENDIX C
DIGITAL RECORDING CONSENT FORM

(Secondary stigma: A case study of people affecteg blIV/AIDS in White City, Jabavu — Soweto)

L ., hereby give permission to Mr Caswell Matima (a
Wits UnlverS|ty research student) to use a digeabrder or any kind of an audio-recorder to
capture our conversation during our in-depth inemsession.

| also give permission to Mr C.M. Matima to writewdn ALL the opinions, experiences,
comments and answers by me in addition to his ushge audio-recorder.

This is a voluntary decision taken by me as arviddal after getting a full explanation about
the real purpose/s of this study. Mr Matima promitekeep my real identity very
confidential by using a pseudonym at all times wtad@ing notes and when writing his final
research report to protect me from any unforseemfoh effects during and after the course
of his study.

Name Signature

Date
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APPENDIX D
LIST OF COUNSELLING RESOURCES

| am acutely aware of the fact that any persorsdudision on HIV/AIDS touches on deeply
intimate dimensions of our lives. For some, sudtussions may touch on painful and
traumatic experiences in the past or painful aadrratic experiences in the present and this
may result in some people feeling upset or distekss

While every effort will be made by the researcleebé sensitive to this possibility with all
research participants, sometimes he may well naae of your discomfort. So, if the
discussion in the interview session/s have raisgaes in your life that you feel you need to
follow up on, to talk to someone about or to reeavunselling of some kind, here are some
suggestions that you would be encouraged to pursue:

Indicate your discomfort to the interviewer.

Indicate whether you would like to continue witle tinterview or not or that you merely need
a temporary break to help recover your composure.

Speak to a person in a position of leadership whiomrespect in your family or religious
organisatiorOR contact one of the organisations listed below:

Lifeline (a phone counselling service) 011 728-1347

Family Life Centres (Comprehensive Counselling):

Johannesburg City Centre 011 833-2359
Soweto 011 9882
POWA (People Opposing Women Abuse) 011 642-4345

NICRO (Work with victims of crime and abuse)

Johannesburg 011 403-8166
Soweto 011 986200
CSRV Trauma Clinic (Braamfontein) 011 403-5102

Your local clinic
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APPENDIX E

PARTICIPANTS INFORMATION SHEET

(C.M. MATIMA- MA FIELD RESEARCH)

AGE GENDER OCCUPATION PSEUDONYM
29 years Male Security Guard Sporo
34 years Female Manager Mantsopa
40 years Male Sales Representative Dayoff
47 years Male General Assistant Mphatlalatsane
47 years Female Librarian Elisabetha
50 years Female Teacher Pontsho
53 years Female Garment Factory Tatibi
Worker
54 years Male Medical Doctor Masia
54 years Female Nurse Mamokete
54 years Male Priest Sekhothu
56 years Female Lay Health Worker Maria
58 years Male Debt Collector Tacash
59 years Male Motor mechanic Lehlohonolo
61 years Male Administrator Tshepe
68 years Female Traditional healer Tau ea Matshekha

(Secondary Stigma: White City, Jabavu — Soweto)
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